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Introduction to the Portfolio
INTRODUCTION TO THE PORTFOLIO
This portfolio contains a selection of work completed as part of the Psych. D in 
Clinical Psychology.
Volume 1
This volume is comprised of the following work: the academic dossier, which 
contains the five essays completed, the clinical dossier which contains summaries of 
all placements undertaken throughout the training programme and summaries of all 
five case reports completed, and the research dossier which contains the service 
related research project, the literature review and the major research project.
Volume 2
This volume contains the fiill clinical dossier. This includes the five clinical case 
reports and all relevant placement documentation (examples of placement 
correspondence, the placement contracts, logbooks of placement experience and 
placement evaluation forms). Due to the confidential nature of this material. Volume 
II will be held in the Psychology Department at the University of Surrey.
The portfolio aims to reflect the range of academic, clinical and research skills gained 
over the three-year training period. Within each volume, the work is presented 
chronologically in order to reflect the development of these skills.
Academic Dossier
ACADEMIC DOSSIER
Introduction to the Academic Dossier
Introduction to the Academic Dossier
The academic dossier contains four essays completed from the four core client groups 
studied and one essay on a specialist topic of the trainee’s choice. The essays critically 
examine a range of psychological theories and practice that have been applied to a 
variety of clinical issues that arise across the life span.
Adult Mental Health Essay
Both behaviour therapists and cognitive therapists may use behavioural 
techniques in the treatment of anxiety disorders and depression. However the 
underlying theoretical rationales for the use of these techniques differs. Critically 
evaluate these different theoretical rationales by drawing on the literature from
anxiety and depression.
Adult Mental Health Essay 
Year One 
Psych D Clinical Psychology
December 1999
Adult Mental Health Essay
Introduction
Historical accounts of the development of cognitive therapy in the late 1960’s and 
early 1970’s, recall that the therapeutic culture at that time was dominated by the 
science and practice of behaviourism. (Hawton, Salkovskis, Kirk & Clark, 1989; 
Rachmann, 1997). The initial tolerance shown by behaviour therapists, to emergent 
cognitive theories, resulted from a few basic similarities in approach (Beck, 1970). 
Both camps were keen to ‘facilitate observable behaviour change’ and were 
‘committed to empirically validated practice’ (Reitman & Drabman, 1997). Perhaps 
even more significantly, cognitive therapists continued to use successful behavioural 
techniques such as graded exposure and activity scheduling, in their treatment 
programmes (Rachmann, 1997).
However, the characterization of cognitive therapy as an additive model combining 
both cognitive and behavioural approaches is essentially incorrect. It’s alternative 
nomenclature, cognitive behavioural therapy is also potentially misleading. The 
behavioural rationale for the use of techniques, such as graded exposure is provided 
by learning theory. Here behavioural change is the primary aim of therapy, and is a 
therapeutic end in itself. For cognitive therapists, guided by cognitive theory, 
behavioural change provides a powerful opportunity to explore and re-evaluate faulty 
cognition (Fennell, unpubl.). The primary therapeutic mechanism is held to be 
cognitive change.
Cognitive psychology is currently enjoying paradigmatic pre-eminence, both in 
academic and applied psychology. Within clinical psychology, Lee (1992) 
cites many examples of the ‘cognitive drift’ away from behavioural models. A critical 
evaluation of the theoretical basis for both approaches to anxiety and depression forms 
the basis of this essay. The approach will be two-fold. Firstly, general cognitive and 
behavioural accounts of anxiety disorders are contrasted, with specific reference to 
their theoretical justification of exposure based therapies. In order to evaluate more 
specific predictions made by the models, their application to well specified panic 
disorder will be discussed. Secondly, cognitive and behavioural approaches to the 
conceptualisation and treatment of depression are evaluated. The focus of the essay
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will be an evaluation of the theories that drive intervention techniques. Outcome 
studies of the success of these interventions are not discussed as ‘it is notoriously 
dangerous to use therapeutic success as proof of the correctness of the theoretical 
underpinnings of theory’ (Eysenk, 1997, pi 53).
Anxiety Disorders
According to current widely used diagnostic criteria (DSM-IV, APA, 1994), the term 
anxiety disorder covers all of the following. Panic disorder (with and without 
agoraphobia); specific phobias; social phobias; obsessive-compulsive disorder; post- 
traumatic stress disorder and generalised anxiety disorder. Historically anxiety 
disorders have been characterised very differently. In the following section, 
behavioural accounts of anxiety symptoms are presented. However it is worth noting 
that some of these accounts were developed before the above diagnostic criteria were 
in use. There are therefore some differences in the disorders they were trying to 
explain. Notably the earlier behavioural accounts attempted to explain ‘human fears 
and phobias’ and avoidance behaviour. In current terminology they are most readily 
applicable to specific phobias and agoraphobia. In order to equate a critical evaluation 
of this approach with more recent cognitive approaches, the focus of this essay is 
restricted to these disorders. In addition, a more current behavioural model for panic 
disorder (Goldstein & Chambless, 1978) is evaluated alongside a particularly well- 
specified cognitive model (Clark, 1986) in order to examine more specific predictions 
from both sides. An evaluation of the application of cognitive and behavioural models, 
to the treatment of all currently acknowledged anxiety disorders, was felt to be beyond 
the scope of this essay. The general points raised by the evaluation are broadly 
applicable across the range of anxiety disorders.
Behavioural Approaches To The Treatment Of Anxiety Disorders
Traditional behavioural models of anxiety are grounded in learning theory. Classical 
and operant conditioning principles are held to account for the genesis and 
maintenance of anxiety symptoms, and provide the theoretical rationale for their 
treatment.
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Hawton, Salkovskis, Kirk and Clark (1989), note the particular influence of the two- 
factor model proposed by Mowrer (1960). Here, classical conditioning results in a 
specific stimulus provoking fear. Instrumental conditioning explains the patient’s 
subsequent avoidance behaviour. That is, escape from the aversive stimulus results in 
relief from anxiety (it is negatively reinforced.) The primary behavioural technique 
used in anxiety disorders is exposure therapy. Learning theory suggests that 
conditioned fear and anxiety fails to extinguish because the patient avoids contact with 
the conditioned stimuli. Exposure therapy demands that the patient maintain contact 
with the stimuli until anxiety begins to decline. Graded exposure therapy refers to the 
presentation of stimuli graded according to the amount of anxiety they provoke in the 
patient.
By the early 1970’s behavioural accounts of anxiety were firmly established. This 
success appears to have been largely predicated on the efficacy of fear reduction 
techniques such as graded exposure. Davison (1968) had established that in vivo 
exposure (and not imaginai exposure or relaxation techniques) was the active 
ingredient in such interventions. British researchers had developed this intervention 
and evaluated its clinical application in the treatment of simple phobias, agoraphobia 
and obsessive-compulsive disorder (Hawton et al., 1989). However, before the end of 
the decade, the theoretical credibility of learning theory, it’s application to human 
fears and phobias, and the notion that it explained the efficacy of fear reduction 
techniques, were all under attack.
Criticisms Of Behavioural Approaches To Anxiety
Rachmann (1977) delivered a resounding critique of his own particular conditioning 
theory of fear acquisition, stating that ‘The demonstration that fears can be generated 
by conditioning does not mean that this is how they are ordinarily acquired’ (p377) 
Critically the conditioning model of anxiety rests on the observation that fear can be 
induced in laboratory animals in a way which is predicted by learning theory. The 
evidence for this is plentiful and was essentially established by Russian workers in the 
early part of the century. There was also a little evidence that anxiety could be induced 
experimentally in human subjects according to similar principals (Wolpe 1958) 
However, the evidence that fear is established according to conditioning principles
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naturalistically in humans, is scant. Rachmann (1977) offered evidence for six 
arguments against accepting a conditioning model for the origin and maintenance of 
human anxiety. These are (1) The failure of the majority people to acquire fear in 
situations which appear to be frightening (he gives the example of air raids). (2) 
Human fears are not reliably conditioned even under laboratory conditions. (3) 
Conditioning theory predicts that any stimulus can become conditioned fear stimuli, 
and in fact, have an equal chance of doing so. This is recognised as being untenable. 
(4) The distribution of fears is not equal as evidenced in surveys in general 
populations and psychiatric samples. (5) A significant number of phobias are not 
associated with any traumatic incident. Conditioning theory cannot therefore 
comprehensively account for the genesis of all fears. (6) There is some evidence that 
fear can be reduced by vicarious processes (i.e. via the responses of others). It remains 
a possibility that they may be acquired in a similar fashion.
In addition to these criticisms Rachmann (1977) also notes that the conditioning 
theory of anxiety received some support from an analogy with work on conditioned 
taste aversion. Taste aversion can be successfully conditioned in humans. However 
even if the analogy is accepted, taste aversion is characterised by an unexpected delay 
between the conditioned stimulus and the unconditioned stimulus. Thus a conditioning 
theory of fear would have to review the usual close temporal proximity that is a 
feature classical conditioning. Rachmann conclusion was that conditioning theory was 
not a ‘satisfactory, comprehensive account of the genesis and maintenance of fears’ (p 
379).
Criticisms Of Behavioural Accounts Of Exposure Based Therapy
The other major strand of criticism of conditioning theories of anxiety, concerns their 
theoretical explanation of the mechanisms underlying exposure therapy. Hawton et al., 
(1989) cite Lazarus (1971) who argued that the operation of the majority of 
behavioural treatments could not be conceptualised using learning theory alone. 
Several other authors have since offered alternative explanations for the efficacy of 
exposure based therapies. An extreme position is taken by Bergin (1970) who denies 
the existence of behaviour therapies on the grounds that they all appear to involve 
cognitive systems. Generally the criticism surrounds the observation that exposure
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therapies may find their effect through mechanisms other than those predicted by 
learning theory - namely cognitions (Bergin, 1970; Foa & Kozak, 1986).
More generally these criticisms highlight the danger of using efficacious treatment 
studies to bolster theoretical accounts of the hypothesized process at work in that 
treatment. Put more simply, outcome studies do not provide evidence for theories, 
unless there is a significant attempt to identify the active ingredient involved (e.g. 
Magraf & Schneider 1991, cited in Clark, 1997).
So far the behavioural theories described attempted to account for the acquisition and 
maintenance of phobias. The use of in vivo exposure to feared situations was 
established as an effective treatment for agoraphobic fear and avoidance (Clark 1997) 
However, for patients, who would now be described as having panic disorder, this 
intervention was suitable only for those that were also agoraphobic. In addition, whilst 
exposure had been shown to reduce fear and panic in agoraphobia situations, a 
significant number still experienced panic attacks at home (Michelson, Marchione & 
Mavissakalian, 1985, in Clark 1997).
A Behavioural Model Of Panic
A conditioning account of panic disorder has since been described. (See Appendix for 
DSM-IV criteria). Goldstein and Chambless (1978) as described in McNally (1995) 
offer a model of panic that suggests that panic disorder patients essentially fear panic 
(a ‘fear of fear’ model). They propose that this fear of fear may be based on Pavlovian 
interoceptive conditioning. That is, an internal cue, such as dizziness can be 
established as a conditioned stimuli (CS), in the same way as an external cue, such as 
a tone, can. Panic is therefore conceptualised as a conditioned response (CR) to 
interoceptive stimuli (internal sensations). Again the treatment of choice is exposure. 
In this case to the bodily sensations associated with panic.
There is some support for this position. An animal model for interoceptive 
conditioning was established (Razran 1961, in McNally 1995). Whether the 
application of this model to panic in humans is appropriate is debatable. McNally 
(1995) is unconvinced. He argues that whilst distinctions between CS and CR and US
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and UR are empirically demonstrated in the animal model, they are conceptually
unclear in panic disorder ‘The interoceptive conditioning hypothesis constitutes
little more than a misleading metaphor for the mechanisms underlying panic.’ (p406).
Despite his own warning ‘one cannot infer aetiology from treatment response’ (p405) 
McNally goes on to offer the view that the effective use of interoceptive exposure to 
reduce panic (see Griez & van den Hout, 1986 for a controlled study of C02/02 
exposure) is evidence that the it is a conditioned response that is being extinguished. 
However, later research has indicated that this assumption was premature. Cognitive 
explanations are also available for interoceptive exposure (see next section).
In summary traditional behavioural theories of fear acquisition had come under attack 
even by their own proponents. The cardinal behavioural technique, exposure therapy, 
had been established as clinically effective. Conditioning explanations as its sole 
mechanism of action were being challenged. As such the underlying behavioural 
rationale for the use of behavioural techniques had been undermined. Brewer (1974) 
cited in Davey (1992) even questioned whether traditional classical conditioning was 
a process at work in humans.
Recent Developments In Learning Theory
Independent of the mounting criticisms of the application of traditional learning 
theory to anxiety disorders, some learning theorists were growing dissatisfied with 
some of the limitations of classical and operant conditioning. Modem learning 
theorists started to assert that behaviourism had never denied a functional role for 
cognition (Cullen, 1991). Rescorla -Wagner (1972) developed an account of 
associative conditioning that specified a clear role for an evaluative component to this 
process. ‘To be successful it is now held that conditioning depends on the US being 
unexpected or surprising’ (Pearce, 1987, p i34). Davey (1992) argued that learning 
theory could be extended to explain the vicarious or modelled acquisition of fears.
This integrative approach widened the explanatory power of learning theory. It also 
raised doubts ‘While it is now clear that cognitive factors do have a legitimate factor 
in conditioning process...(it) does raise the question of what processes can be
10
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subsumed under the banner of conditioning?’ (Davey, 1992, p48). In addition, the 
behaviourist’s favourite criticism that cognitions are functionally unobservable and 
therefore immeasurable, (Lee, 1992) now has to be applied to learning theory.
Several attempts at the integration of cognitive elements into learning theory accounts 
of anxiety were attempted, notably Rachmann’s safety signal hypothesis (Rachmann, 
1997). However, the success of newly formulated cognitive approaches to depression, 
made the application of a primarily cognitive account of anxiety almost inevitable.
Cognitive Approaches To The Treatment Of Anxiety Disorders
As Wells (1997) notes, there is no single cognitive account of anxiety disorders. 
Probably the most influential, general cognitive model of anxiety is the one proposed 
by Beck (1976). He suggested that anxiety symptoms result from a cognitive appraisal 
of danger. This becomes pathological when individuals systematically overestimate 
the probability that threat will occur and underestimate their personal ability to cope 
with it. Such biases are held to result from the activation of underlying danger 
schemas. At the surface level these biases manifest as a stream of negative automatic 
thoughts (NATs). For example in panic disorder T’m having a heart attack’.
From this cognitive perspective the maintenance of symptoms is held to result from 
the activity of three different processes (Salkovskis 1996). Firstly anxiety patients are 
said to demonstrate selective attention for threat related stimuli. Secondly, the 
physiological ‘arousal’ that accompanies anxious cognitions may further exacerbate 
anxiety. For example, shortness of breath may be evidence for an impending heart 
attack. Lastly, as with learning theory accounts, avoidance behaviour is said to be 
critical for the maintenance of symptoms. However, the theoretical justification for 
this is quite different. From a cognitive perspective, the avoidance of anxiety 
provoking situations maintains the disorder because patients fail to have their 
cognitions about the perceived danger challenged. That is, their threat appraisals are 
never challenged or more importantly, disconfirmed.
11
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A Cognitive Account Of Avoidance Behaviour
‘The key issue distinguishing cognitive and behavioural account of avoidance and 
escape behaviour concerns what is being avoided and what is being sought’ 
(Salkovskis, 1991, p 10).
From a behavioural perspective the anxious patient flees or avoids situations in which 
they feel anxious, in order to relieve their anxiety. From a cognitive perspective the 
patient flees or avoids such situations because they believe some catastrophe is 
imminent. ‘It is not the anxiety which is avoided and escaped, nor the situation, but 
catastrophes which the person believes are about to occur’ (Salkovskis, Clark, 
Hackmann, Wells & Gelder, 1999, p561). A cognitive account also broadens the 
scope of avoidance behaviour to include behaviours carried out within a situation that 
are also intended to prevent the feared catastrophe (e.g. holding on to something to 
prevent an anticipated faint). It also offers an explanation of the difference between an 
avoidance response and a coping response. Avoidance is intended to prevent 
catastrophe, coping strategies are intended to control anxiety.
A Cognitive Account Of Exposure Based Therapy
This difference in the theoretical status of avoidance behaviour has profound 
implications for the cognitive rationale that underpins the use of exposure therapy. For 
the cognitive therapist, exposure therapy is useful in two main ways (Wells, 1997). In 
assessment it can be used to e/zczYNATs. ‘However it is predominantly used in 
connection with challenging belief (my italics) in negative automatic thoughts and 
schemas.’ (Wells, 1997, p79). Salkovskis (1991) suggests that from this perspective, 
exposure need not be repeated or prolonged. Instead ‘exposure sessions are devised in 
the manner of behavioural experiments, intended as an information gathering 
exercises directed towards the invalidation of threat-related interpretations. Evidence 
that it is change in cognition that underlies the efficacy of such treatments will be 
presented in the section on cognitive approaches to panic disorder.
12
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Criticisms of the General Cognitive Model
‘The cognitive content-specificity hypothesis is one of the main tenets of the cognitive 
model. If negative cognitive content found in anxiety is similar to that found in 
depression, then Beck’s cognitive model is questionable’ (Clark & Steer, 1996, p79). 
These authors after careful review conclude that the data ‘appear to be more 
supportive for the specificity of loss and failure cognitions in depression than they are 
for threat and danger cognitions in anxiety’ (p82).
A number of authors (e.g. Seligman, 1988; Teasdale 1988; Brewin, 1996) complain 
that the model is not sufficiently grounded in cognitive theory. The terms used (e.g. 
negative automatic thoughts) are difficult to situate within current information 
processing models. Beck and Clark (1997) have since produced their own 
information- processing model of anxiety which (like Brewin, 1996) makes use of the 
distinction between automatic and strategic processes to characterise the model.
In the same paper Beck and Clark also deal with McNally’s (1995) assertion that 
verbally mediated therapies will not work in anxiety because the primary processing 
deficit lies at an automatic level. There are a number of stands to the arguments on 
both sides. Essentially Beck and Clark propose that automatic processing may be 
influenced by the elaborative and strategic processing that characterises verbal 
mediation.
Wells (1997) points out that for cognitive approaches to anxiety to evolve, specific 
models for each individual disorder need to be advanced in order to address the unique 
factors at work in their onset and maintenance. The next section evaluates a cognitive 
model of panic in order to evaluate the approach at a disorder specific level.
A Cognitive Model Of Panic Disorder
The cognitive theory of panic as formulated by Clark (1988) states that ‘individuals 
who experience recent panic attacks do so because they have a relatively enduring 
tendency to interpret certain bodily sensations in a catastrophic fashion’ (pi49).
The sequence of events suggested by Clark (1986) starts with external or internal 
stimuli being construed as threatening. This interpretation produces anxiety, which
13
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results in the bodily sensations normally produced as an anxiety response. If these 
sensations are then interpreted in a catastrophic fashion, then anxiety increases further. 
This in turn leads to an increase on the sensations experienced. The cycle eventually 
results in panic. Maintenance once again, is thought to be driven by hyper vigilance 
(for bodily sensations) and avoidance (for example, of exercise where a heart attack is 
feared).
Clark (1996) suggests the model be evaluated on the strength of the evidence for four 
main predictions derived from the model.
1. Patients who panic will be more likely ‘interpret bodily sensations in a catastrophic 
fashion ’ than those who do not panic. This first prediction is correlational rather than 
causal in nature. Evidence from three studies demonstrates that panic patients a) 
interpret ambiguous events in a negative way (McNally & Foa, 1987 cited in Clark, 
1996), b) can be differentiated from social phobics in their choice of negative 
interpretations of internal events (Harvey, Richards, Dziadosz, & Swindell, 1993 cited 
in Clark 1996), and c) were more likely to believe these interpretations than patients 
with social phobias and generalized anxiety disorder (Clark et al., 1994).
2. The activation o f catastrophic misinterpretation will increase anxiety symptoms in 
panic disorder patients. Ehlers, Magraf, Roth, Taylor and Birbaumer (1988) induced 
self reported anxiety in panic disorder patients relative to controls, by providing false 
auditory feedback indicating an increase in heart rate. Clark (1988) raised anxiety in 
panic patients relative to controls by asking them to read aloud word pairs that linked 
bodily sensations with illness (e.g. chest tight - heart attack).
3. Attenuating catastrophic misinterpretation will prevent panic attacks. In a series of 
biological challenge studies Rapee, Mattick, and Murrell (1986); Sanderson, Rapee 
and Barlow (1989) both provided evidence that cognitive manipulations alone could 
reduce pharmacologically induced panic. Significantly these cognitive manipulations 
can be used as evidence against a sole conditioning interpretation for interoceptive 
exposure in panic. If changing belief can attenuate panic, then given that cognitive 
change was not assessed in the study by Griez and van den Hout (1986) it becomes 
impossible to rule this out as an active therapeutic ingredient.
14
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4. Effective treatment will depend the occurrence o f cognitive change. Clark et al. 
(1994) provide evidence that the degree of misinterpretation of bodily symptoms at 
the end of both cognitive, behavioural pharmacological interventions predicted 
anxiety and panic levels at follow-up. Also, for patients who were panic free at the 
end of treatment, an association was found between misinterpretation of bodily 
sensation at the end of treatment and tendency to relapse. This piece of research is 
another convincing piece of evidence that it cognition may drive therapeutic change 
regardless of the type of treatment given.
Convincing though this evidence is for a functional role for cognition in panic 
disorder it does not constitute evidence that a catastrophic interpretation causes panic 
attacks.
Summary
In summary, the use of cognitive theory to account for anxiety disorders is currently 
better justified than the use of learning theory.
Recent developments in learning theory have resulted in a lack of differential 
predictive power. Recent developments in the application of cognitive theory have 
resulted in specific predictions that do not equally follow from learning theory. For 
example, the cognitive prediction in avoidance behaviour is that it is a catastrophe that 
is being avoided and not anxiety itself. Similarly in panic disorder, anxious symptoms 
are not predicted to result from a ‘fear of fear’ but more precisely from the 
catastrophic interpretations of bodily symptoms.
There is also growing evidence that a change in cognitions may underlie the efficacy 
of exposure therapy. However, as Brewin (1996) notes ‘Despite this grooving 
consensus, the actual mechanisms underlying ....are poorly understood, and there is 
considerable disagreement about exactly what has been learned and how change 
occurs.’ (p2).
15
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Depression
(See Appendix for DSM-IV criteria.)
‘Whereas the debate over CBT for anxiety has mainly concerned the role of 
behavioural vs. cognitive components, the debate over CBT for depression has 
focused on the exact role played by cognitive interventions’ (Brewin, 1996, p9).
Behavioural Accounts Of Depression
The early success of the application of learning theory principles to the 
conceptualisation and treatment of anxiety led to the attempt to apply the approach to 
other psychological problems, particularly depression (Hawton et al., 1989). Wolpe 
(1982) developed an early approach based on the notion that reactive depressions was 
a conditioned response to anxiety (Schwartz & Schwartz, 1993). Consequently he 
attempted to treat depression by reducing anxiety using standard 
‘counterconditioning’ techniques (such as exposure therapy). Skinner (1953), cited in 
Schwartz and Schwartz (1993) applied operant reinforcement concepts to the 
treatment of depression. Depressive symptoms were considered to result from ‘an 
extended process of extinction in which behaviour that had previously been reinforced 
was no longer reinforced’ (p227). Withdrawing (to escape, or avoid unpleasant things) 
was held to negatively reinforce depression. It is from this approach that the technique 
of activity scheduling arose. Here the patient is asked to schedule activities for most of 
the day so that there are no long periods of inactivity. Some of the activities chosen 
should be pleasurable in order to boost reinforcement. Derived from similar principles 
(operant behavioural reinforcement), the work of Lewinsohn (described in Schwartz 
and Schwartz, 1993) agreed that depressed patients behave in ways that fail to elicit 
reinforcement and often elicit punishment. He hypothesized that this was a result of a 
lack of social skill. He therefore ‘focused on increasing positive interactions and 
decreasing punishing interactions’- namely social skills training.
Generally these early attempts to apply behavioural approaches met with little success. 
(Hawton et al., 1989). Where they did, Blaney (1977), in Schwartz and Schwartz 
(1993) commented, in a now familiar argument, that when a patient did respond to a 
behavioural intervention it was not clear what the active mechanism was.
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There was also increasing evidence that, even though patients could increase the 
amount of reinforcing activity that they engaged in, this was often counteracted by 
cognitive forces. Specifically a strong negative evaluation of those activities and their 
own performance of them (Hawton et al., 1989).
In an echo of behavioural approaches to anxiety, theorists then began to incorporate an 
increasing number of cognitive components into their models, (e.g. Lang, 1968).
This paved the way for a purely cognitive model for depression.
A Cognitive Model Of Depression
The cognitive model developed by Beck (1976) is again, perhaps the most currently 
influential of many developed (Hawton et al., 1989). Beck views depression as 
resulting from negative schemas (assumptions and beliefs) laid down in childhood 
(e.g. T am unlovable’). These core beliefs leave the individual with a vulnerability for 
certain critical negative events. These events trigger negative automatic thoughts (e.g. 
T am worthless’). These negative thoughts act to lower mood. Depression is thought 
to be maintained by a set of cognitive distortions, (a triad of negative views about the 
self, the world, and the future) which bias all incoming information to confirm these 
beliefs.
Cognitive therapists do use behavioural techniques such as activity scheduling, graded 
task assignments and role-playing. However, once again the rationale for doing so is 
that they are a powerful way to disconfirm negative beliefs, rather than the hope that 
they will support reinforcement.
Evidence for the Cognitive Model
Haaga, Dyck and Ernst (1991) comprehensively review the evidence for this model. 
They distinguish between the descriptive and causal power of the model. At a 
descriptive level they find good evidence for a number of hypotheses derived from the 
model. For example, ‘the greater negativity of depressed patient’s cognitions is 
routinely confirmed’ (p217). There is good evidence for the cognitive triad 
hypothesis, although it’s conceptual status is more problematic, as the categories of
17
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self, world and future overlap. The evidence for cognitive content -specificity is better 
for depression than for anxiety disorders. There is also mounting evidence for 
cognitive biases in recall and recognition memory, but not in encoding. There is 
qualified support for cognitive distortion of neutral or positive information in 
depressed patients.
At the causal level, the model is less convincing ‘we.... find little convincing support 
for causal hypotheses of cognitive theory’ (p231). In particular Beck’s assertion that 
dysfunctional beliefs are trait, rather than state dependent, are disconfirmed by 
evidence that they appear to return to normal levels when depression remits. There is 
no good evidence to support the notion that personality modes such as sociotrophy 
and autonomy predispose an individual to an emotional disorder.
Criticism of the Model
Teasedale (1993) has raised some specific criticisms of the Beckian model.
As with the models for anxiety he bemoans the lack of relationship between the 
models and a contemporary cognitive science base. He finds the reliance on 
‘everyday, or lay’ concepts of cognition (p339) frustrating. He is also keen to stress 
that when other treatments for depression have been shown to effectively alleviate 
symptoms, they do so without specifically aiming to reduce negative thoughts. 
However, they also reduce patient scores on most measures of cognitive thinking, in a 
comparable amount to reductions seen after cognitive therapy. He concludes therefore, 
that ‘These findings suggest that cognitive therapy may achieve it’s effects, not by 
changing negative thinking, but by some other mechanism, shared with non cognitive 
treatments. The changes in negative thinking may be a consequence of the reduction 
in depression rather than antecedent to it’ (p341).
Summary
Despite some criticisms of specific cognitive models of depression, the lack of a 
viable, behavioural account for this disorder has resulted in a current cognitive 
theoretical supremacy. Evidence that cognitions, rather than associative learning, 
support any therapeutic change observed after the use of behavioural techniques 
remains equivocal
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Conclusions
An evaluation of cognitive and behavioural theories of anxiety and depression finds 
greater evidence for the cognitive conceptualisations of these disorders. That said, 
evidence for the cognitive models described here is far from conclusive, and suffers 
from a strong link to theories in cognitive science. In addition, neither theory accounts 
obviously for spontaneous remission or gender differences, in the demographics of 
anxiety and depressive disorders. Neither theory takes good account of the role of 
emotion.
The shared use of behavioural techniques, with different underlying rationales, by 
both behavioural and cognitive therapists, highlights profound methodological 
problems in dissociating thought from behaviour in these situations. There is currently 
no full account of the mechanisms at work in these techniques.
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Appendix - DSM-IV Criteria
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PANIC DISORDER WITHOUT AGORAPHOBIA
Criteria for Panic Attack;
Discrete period of intense fear / discomfort with four or more of following: 
(Symptoms peak within 10 mins)
1. Palpitations
2. Sweating
3. Trembling or shaking
4. Shortness of breath or feelings of smothering
5. Feeling of choking
6. Chest pain
7. Nausea 
Dizzy, unsteady, light-headed, faint
9. Derealisation or depersonalisation
10. Fear of losing control or going crazy
11. Fear of dying
12. Numbing or tingling
13. Chills or hot flushes
Criteria for Panic Disorder without Agoraphobia
A. Both (1) and (2)
1. Recurrent unexpected Panic Attacks
2. At least one attack followed by at least one month of one (or more) of following:
(a) persistent concern about having additional attacks
(b) worry about the implications of attack or its consequences (e.g. losing control, 
having a heart attack, “going crazy”)
(c) significant change in behaviour related to attacks
Absence of Agoraphobia.
B. The Panic Attacks are not due to the physiological effects of a substance (e.g. drug of abuse, a
medication) or general medical conditions (e.g. hypothyroidism).
C. The Panic Attacks are not better accounted for by another mental disorder.
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PANIC DISORDER WITH AGORAPHOBIA
Criteria for Agoraphobia
A. Anxiety about places or situations from which escape might be difficult (or embarrassing) or
in which help may not be available in event of a Panic Attack (e.g. being outside home alone; 
being in a crowd or standing in a line, being on a bridge; travelling in a bus, train or 
automobile).
B. The situations are avoided or are endured with marked distress / anxiety about having a Panic
Attack or require presence of a companion.
C. Anxiety or phobic avoidance not better accounted for by another mental
Criteria for Panic Disorder with Agoraphobia
A. Both (1) and (2)
1. Recurrent unexpected Panic Attacks
2. At least one attack followed by at least one month of one (or more) of following:
(a) persistent concern about having additional attacks
(b) worry about the implications of attack or its consequences (e.g. losing control, having a 
heart attack, “going crazy”)
(c) significant change in behaviour related to attacks
Absence of Agoraphobia.
The Panic Attacks are not due to the physiological effects of a substance (e.g. drug of abuse, a 
medication) or general medical conditions (e.g. hypothyroidism).
D. The Panic Attacks are not better accounted for by another mental disorder.
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MAJOR DEPRESSIVE EPISODE
Criteria for Major Depressive Episode
A. Five (or more) of the following symptoms have been present during the same 2-week period 
and represent a change from previous functioning; at least one o f the symptoms is either (1) 
depressed mood or (2) loss of interest or pleasure.
(1) depressed mood most of the day nearly every day, as indicated by either subjective report (e.g. 
feels sad or empty) or observation made by others (e.g. appears tearful). Note: in children and 
adolescents, can be irritable mood.
(2) markedly diminished interest or pleasure in all, or almost all, activities most of the day, nearly 
every day (as indicated by subjective account or observation made by others).
(3) significant weight loss when not dieting or weight gain (e.g. a change of more than 5% of body 
weight in a month), or decrease or increase in appetite nearly every day. Note: In children 
consider failure to make expected weight gain.
(4) insomnia or hypersomnia every day.
(5) psychomotor agitation or retardation nearly every day (observable by others, not merely 
subjective feelings of restlessness or being slowed down).
(6) fatigue or loss of energy nearly every day.
(7) feelings of worthlessness or excessive or inappropriate guilt (which may be delusional) nearly 
every day (not merely self-reproach or guilt about being sick).
(8) diminished ability to think or concentrate, or indecisiveness, nearly every day (either by 
subjective account or as observed by others).
(9) recurrent thoughts of death (not Just fear of dying), recurrent suicidal ideation without a 
specific plan, or a suicide attempt or a specific plan for committing suicide
B. The symptoms do not meet criteria for a Mixed Episode.
C. The symptoms cause clinically significant distress or impairment in social, occupational or
other important areas of functioning.
D. The symptoms are not due to the direct physiological effects of a substance (e.g. drug of abuse
or medication) or a general medical condition (e.g. hypothyroidism).
E. The symptoms are not better accounted for by Bereavement i.e after the loss of a loved one,
the symptoms persist for longer than 2 months or are characterised by marked functional 
impairment, morbid preoccupation with worthlessness, suicidal ideation, psychotic symptoms, 
or psychomotor retardation.
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Introduction
“How does it feel to walk down a street, not knowing whether children are going to 
call you rude names, whether adults are going to give you curious looks, turn away or 
smile protectively? What is it like to go into a shop not knowing whether the shop 
assistant will be helpful, disconcerted or impatient and to have the whole viability of 
making a purchase dependent on that?
Such unpredictable responses have little to do with how any single mentally 
handicapped person actually behaves on a particular occasion; they are determined 
more by the pre-existing attitudes (my italics) of any members of the public they 
happen to come across.” (Ryan & Thomas, 1987, p79).
Essentially, the impact of others expectations, on the communicative abilities of 
people with learning disabilities, is achieved through the quality (and quantity) of their 
social interactions. However, that an examination of the impact of social factors on 
communication skills is even considered important, represents a major shift in the 
theoretical understanding of language development, the methodology used to 
investigate it and the prevailing value system guiding such research.
This essay will briefly review recent developments in the theoretical understanding of 
language acquisition and subsequent shifts in the theoretical focus of research into 
communication in learning disabled populations. Current understanding of the 
communication abilities of this population will then be reported. Some of the 
expectations that individuals and society hold are examined. The subsequent impact of 
those expectations is discussed. Finally, the work of the clinical psychologist with 
regard to these issues is considered.
Theoretical issues 
Nature and Nurture
“Twenty-five years ago there was minimal concern with improving the 
communication skills of mentally handicapped people” (in Price, 1997).
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This unfortunate attitude was partly a reflection of a prevailing value system, which 
saw professional input as ‘custodial rather then developmental or educational’. It was 
also a reflection of the dominant theoretical conceptions of language acquisition that 
were held at that time. Chomsky (1957) effectively insisted that language acquisition 
was a genetically pre-determined function, found only in ‘organically intact’ members 
of society (Price, 1997). This position gave little hope for effective intervention.
Whilst current thinking still holds that innate dispositions are crucial to the 
development of language (Messer, 2000) more recent research has investigated the 
influence of social factors on communication skills. This is important because, 
without an acknowledgement of the social nature of language, the role of others’ 
expectations cannot readily be examined. In addition, as Warren and Yoder (1997) 
observe, arguments about the nature or nurture of language acquisition may not be 
valid in learning disabilities. “Optimal input may have far greater impact on the 
ultimate language development of mentally handicapped children than on typically 
developing children.” (p383).
The focus of Chomsky’s approach was directed at grammatical aspects of language. 
Environmental factors on the acquisition of grammar have been investigated, (Messer, 
2000) but there has also been a shift in research interest into the semantic and 
pragmatic aspects of language (Warren & Yoder, 1997). This has been a crucial step 
for research into the communicative abilities of people with learning disabilities. 
Firstly because, such a shift recognises that grammatically correct speech is not a 
prerequisite for the communication of intent (Lender, 1997). Theoretically, it makes 
no discrimination against those of us with grammatically flawed language. It even 
allows for an analysis of intent of non-verbal communication. Secondly it gives equal 
emphasis to the role of the person receiving the message. This has allowed a 
consideration of the interaction between the person with a learning disability and their 
communication partner. Such considerations have effectively transformed the study of 
communication with this population (Mirenda, lacono & Williams, 1990). Research is 
no longer solely concerned with the identification of specific linguistic deficits in 
selected ‘syndromes’. The goals of assessment and intervention have shifted from the 
“development of specific, isolated speech and language skills to the development of
32
People with Learning Disabilities Essay
integrated, functionally relevant conununication abilities” (Mirenda, lacono & 
Williams, 1990, p3).
This may well represent a paradigm shift in research and practice. “The increasing 
consensus in this work is that radical individualism hinders research and as an 
approach to communication has failed.” (Lender, 1997, p277.) It is of obvious 
relevance here, as the expectations of communication partners may well influence 
their ability to transmit and receive messages.
Language and cognition
The work of Piaget was primarily concerned with hypothesised relations between 
language and cognition. ‘Strong’ contemporary versions of his work insist that certain 
levels of cognitive development both precede, and are prerequisite for, language 
development. A ‘weaker’ version allows that level of cognitive development sets the 
upper limits of language development. (Rice & Kemper, 1984, in Warren & Yoder, 
1997). However, both versions have been robustly challenged over the years (See 
Warren & Yoder, 1997). The relevance to this particular essay lies in the expectations 
that such a theory may create in service provision. The ‘discrepancy model’ of service 
eligibility holds that a discrepancy between psychometrically assessed cognitive and 
linguistic abilities is a good predictor of who is likely to benefit from speech and 
language intervention. This approach is seen as discriminatory by those who feel that 
service provision should be based on the assumption that improved communication is 
possible for all people with intellectual disabilities (Kangas & Lloyd, 1988, in 
Mirenda, lacono & Williams, 1990). There is now good neuropsychological evidence 
for a dissociation between linguistic ability and various cognitive processes (Rondal & 
Edwards, 1997). The work on people with William’s Syndrome, who can exhibit good 
grammatical development in the context of a moderate or severe learning disability, is 
a striking example of this. (Rondal & Edwards (1997).
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The communicative abilities of people with learning disabilities 
Prevalence of communication difficulties
Bartlett and Bimning (1997) acknowledge that assessing the true rate of 
communication problems experienced by people with learning disabilities is 
problematic. They cite two studies that have attempted this in focal populations. In a 
survey of day centres and long stay hospitals, Blackwell et al. (1989) identified 
communication problems in 62% of their sample. Twenty nine percent of people were 
non-verbal, 25% had ‘marked problems’. A further 8% experienced ‘some other level 
of verbal difficulty’. Law and Lester (1991) surveyed a social education center and 
found 81% of people requiring some support for communication. 9.5% of this 
population was non-verbal. Differences in findings may reflect different samples 
and/or different methodologies.
Types of communication difficulties
“Much research has gone into documenting the inadequacies in linguistic skills of 
mentally handicapped individuals” (Leuder, 1997, p274). Leuder takes an 
interactionist perspective and prefers to reformulate the difficulties observed. 
“Communication problems are frequent in interactions where at least one participant 
is mentally handicapped” (p274). He does not deny that people with learning 
disabilities often have problems with language skills (the ability to produce 
grammatical sentences). However he feels that it is the interaction of these problems 
together with pragmatic difficulties (in appropriate and effective utterances) and 
socio-emotional functions (self-presentation and social structure) that produce 
communication disorders.
A good example of the operation of all three variables may be seen in the work on the 
problems of interviewing people with a learning disability. Bull and Carson (1995) 
who look at interviewing in a legal context, note the particular problem of 
acquiescence. This is the reported tendency to reply ‘yes’ to ‘yes/no’ questions 
regardless. This may arise through difficulty in understanding question structure and 
wording (comprehension). It may reflect violations of conversational maxims that 
require that the truth be told (pragmatics). It may reflect a desire to conform with the 
wishes of an authority figure (socio-economic).
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Language Skills
A thorough documentation of all the language deficits observed in people with 
learning disabilities is beyond the scope of this essay. Briefly, problems have been 
documented with both expressive (speech) and receptive (comprehension). Either one 
may be affected independently of the other (Shallice, 1988). Expressive difficulties 
may include word finding problems, perseveration, echolalia, verbal stereotypes, a 
small core vocabulary. Articulation problems include dysarthria (e.g. slurred or jerky 
speech), dyspraxia (willed behaviour), dysfluncy,(e.g. stammering) and 
dysphonia.(voice problems). Receptive difficulties (poor understanding of speech) can 
affect the ability to understand abstract concepts (e.g. time). Higher language 
functions such as the ability to understand humour or non-literal meaning (e.g. irony 
and metaphor) may be also be compromised. Perhaps most importantly hearing 
problems are extremely common on people with learning disabilities and often go 
unrecognised (see Rondal & Edwards, 1997, for a review of all of the above).
Pragmatics
The study of pragmatic aspects of language is a relatively recent concern for 
researchers. Consequently there are relatively few studies in the literature on learning 
disabled populations.
Leuder (1997) reports on the violation of conversational maxims in communication 
with learning disabled partners. The maxims of conversation according to Grice 
(1975) are:-
Oualitv: Be true, don’t say what you believe to be false or what you lack evidence for. 
Ouantitv: Be as informative as needed for the exchange. Don’t be over informative. 
Manner: Avoid obscurity and ambiguity. Be brief, be orderly.
Relevance: Make sure what you say is relevant to the flow of conversation, or explain 
why it isn’t.
Research has indicated that people with a learning difficulty may violate all of the 
above maxims at different times (Sasby & Reman, 1983, in Leuder, 1997). 
Alternatively it may be that as they are labeled ‘person with a learning disability’ 
conversational partners assume they do not use the maxims. Leuder (1997) argues that 
simply being labeled as learning disabled violates the maxim of quality. As a result
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communication partners may often repeat what is said, or ‘check’ what they have 
heard is right. Requests for confirmation will lead to an undermining of social status 
for the person with learning disabilities. (Thomas-Bawa, Robbins & Henecker, 
unpupl.) Issues such as these clearly involve the impact of others’ expectations upon 
the perceived communicative abilities of people with learning disabilities.
The expectations of others
“We come to every social encounter with certain precepts which will determine, to 
some extent, our response to that encounter. When it comes to devalued people, these 
precepts can have a particularly strong influence.” (West & Ansberry in Van Der 
Gaag & Dormandy, 1993).
Mirenda, lacono and Williams (1990) suggest that the influence of such precepts, or 
expectations, on communication with people with learning disabilities, is achieved 
through the restriction of communication opportunities. They divide ‘opportunity 
barriers’ to communication into two categories. Those which are driven by 
discrimination factors (or societal expectations) and those which may be driven by the 
expectations of the individuals they interact with (knowledge factors).
Discrimination factors
“ To begin to understand the ways in which people with learning disability 
communicate we need to acknowledge that their experience of life, their social world 
is probably very different from the one we are used to” (Thomas-Bawa, Robbins & 
Henecker, unpubl).
Discrimination at this level operates through the effects of negative stereotyping. 
Leuder (1997) believes that the very action of labeling someone as learning disabled is 
‘inconsistent with human social involvement’ (p282 ).
Western ‘macro society’ still believes that these are ‘strange, deviant and even 
dangerous people’ (Atkinson and Ward, n.d., in Hudson-Allez & Barrett, 1996), who 
are incapable of leading productive and fulfilled lives (Mirenda, lacono & Wiliams, 
1990) and who may molest their neighbours’ children (Hamilton, Carpenter & Bishop,
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1984) and bring down property prices (Roycrofl & Hames, 1980, in Hudson-Allez & 
Barrett, 1996). Expectations such as these will act to segregate people at almost every 
stage of their life. The people that they do meet, if they hold with such views, will 
inevitably seek to limit their interaction with them.
Discrimination factors limit communication opportunities by isolating the individual. 
People with learning disabilities may be denied access to a wide variety of social 
contacts through the segregation of their educational, residential and occupational 
settings. They may never develop relationships with people that are not with family, 
staff or other people with a learning disability. They may have restricted contact with 
the ‘general public’ through lack of access to leisure facilities, shops, health services 
and public transport.
Abrams, Jackson and St. Claire, (1990) argue that expectations based on stereotypes 
influence the perception of all the behaviours and abilities of an individual, regardless 
of their specific disability or impairment. Bull and Carson (1995) find that it is 
possible to see that process at work in English law. “All to often a person’s perceived 
inability to do some things is translated into a finding of inability to do anything". The 
effect of this, they also believe, is to restrict participation in everyday life.
Knowledge Factors
These refer to the knowledge level of an individual’s communication partner. For 
example Van der Gaag and Dormandy (1993) believe that a lack of understanding of 
communication issues in a communication partner can lead to both an under and/or an 
overestimation of a person’s communicative abilities. For example, if a 
communication partner is unaware of the dissociation between expressive and 
receptive language they may have inappropriately high or low expectations. They may 
expect that a person with severely restricted verbal communication may have equally 
restricted verbal comprehension (Van der Gaag & Dormandy, 1993). They may also 
expect that a person with a good level of speech may have a correspondingly good 
level of comprehension. A further example might be where a partner is unaware of the 
dissociation between semantic and grammatical skills. If a person is able to 
understand and use relatively low frequency words in conversation, their partner
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might assume that they are able to comprehend long and grammatically complex 
sentences (Rondal & Edwards, 1997).
There is some evidence that care staff underestimate communicative abilities 
(Wethered, 1994; Purcell, Morris & McConky, 1999; Yearly & Brewer, 1989 in 
Couchman, 1995). Landesman (1988) discusses the ‘myth of the unresponsive client’ 
where carers expect few communication responses from some people. Carers may also 
overestimate communication skills, relative to speech and language therapists 
(Purcell, Morris & McConky, 1999; Bartlett & Bunning, 1997).
The next section will examine the impact that expectations held by society and 
individuals may have on the communicative abilities of people with learning 
disabilities.
The impact of expectations upon communication.
One of the problems in assessing the impact of expectations on communication, is that 
there is very little direct experimental evidence to show that expectations have a 
causal effect on the communicative abilities of people with a learning disability. Much 
of the work carried out on interaction with communication partners is observational by 
design and qualitative by analysis. In many studies expectations are not directly 
assessed but are assumed to be an implicit cause of communication behaviour by a 
communication partner. This does not necessarily invalidate the non- experimental 
work that has been done, or suggest that there should be less of it. It is simply that care 
needs to be taken when implying causality.
In some cases the experimental work has been done on non-disabled populations and 
is hypothesized as a ‘mechanism of action’ to explain the effect on communication in 
the learning disabled population. For example, extrapolations from the attributional 
literature in non-disabled populations have been used as causal models.
The impact of expectations via self-fulfilling prophecies
With regard to the impact of expectations, a particularly useful line of research has 
explored the reality of ‘self-fulfilling prophecies’. These studies essentially confirm
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that to some degree, in some situations, some people will act or perform in a way that 
confirms the expectations of the person interacting with, or teaching, them (see 
Jussim, 1986 for review). Both positive and negative expectations can give rise to 
self-fulfilling prophecies (see Fiske & Taylor, 1984). An expectation is more likely to 
create a self-fulfilling prophecy where the expectation belongs to an individual of 
‘high’ status (Darley & Fazio, 1980, in Fiske & Taylor, 1984.) It may be that this is 
frequently the case for people with learning disabilities, whose status is regularly 
‘lower’ than the people they interact with.
Several authors consider that the process of self-fulfilling prophecies is central to the 
experience of many people with learning disabilities. Abrams, Jackson and St. Claire 
(1990) cite Snyder and Swan (1978) ‘people often seek to confirm their perceptions 
by eliciting stereotype-consistent behaviour from the perceived’. They go on to argue 
that such ‘handicapping expectations may cause disabilities, and hence confirm low 
expectations’ (pl095). Wolfensberger (1980), discusses the notion of ‘role 
circularity’ to describe a similar effect of negative expectations.
Bartlett and Bunning (1997) cite O’Brien’s original ‘Vicious Circle’ (1991) as a 
model for how negative expectations may disadvantage the performance of people 
with learning disabilities. (Figure 1). As in Mirenda, lacono and Williams (1990) the 
‘mechanism of action’ here is held to be restricted opportunity for communication.
Figure 1. The Vicious Circle (or Under-estimation Career)
Prejudiced
beliefs
Low
expectations
Negative or 
diminished 
experiences
Oppurtunity
deprivation
More severe 
performance delay
Initial achievement 
delay
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Bartlett and Bunning (1997) have adapted this model, to show how overestimations of 
ability may similarly affect communication skills. (Figure 2). Interestingly, Bartlett 
and Bunning, unlike Mirenda, lacono and Williams (1990) do not attribute the 
problems of high expectations to a lack of knowledge about communication per se. 
Rather they see a misapplication of the principle of normalisation as the problem.
They argue that in an effort to communicate with people, in an age appropriate way, 
communication partners use unrealistic communicative styles.
Figure 2. The Vicious Circle (or Over-estimation Career)
JUs
High
expectiations
Negative or 
diminished 
experiences
Unrealistic
opportunities
More restricted 
communication 
skills use
Learning disability and 
impaired communication
Philosophy of 
‘normalisation and belief 
of the ‘ordinary life’
An additional factor in the cycle of high expectations, may be the understandable 
concern of the person with a learning disability, not to ‘lose face’. They may not wish 
to correct the assumption that they have understood a particular communication. 
Coffman (1963) refers to the wish to ‘pass’ as ‘normal’. This is achieved by trying to 
appear as competent as possible. In conversation this may be achieved by not asking 
for clarification, or by confabulating, or by only discussing what you feel confident 
about
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The impact of expectations via negative social interaction
That the negative expectations held by society, about people with learning disabilities, 
can result in negative social interaction, is well established (Van der Gaag & 
Dormandy, 1993). The impact of social isolation, lack of continuity in relationships, 
rejection, victimisation, chronically low self-esteem on their communicative abilities 
is less well documented.
Van der Gaag and Dormandy (1993) suggest that a basic lack of trust in others 
develops and results in a Tack of interest in interaction other than the most basic 
communication of need’ (p96). Leuder and Fraser, (1985) in Couchman (1995), note 
that people may withdraw from communication by offering the minimum amount of 
information whilst still cooperating with basic conversational conventions. Others 
have suggested that learned helplessness with regard to communication may set in. 
Clare and Gudjonsson, (1995) and Leuder (1997) argue that this results from being 
perceived as a person with low credibility, whose statements will always require 
ratification by a non-disabled person.
The impact of expectations via lack of social interaction
Instead of withdrawing others may try and overcompensate. They may attempt highly 
personal communication with what to others, appear to be relative strangers (Van der 
Gaag & Dormandy, 1993). For example, consider the person with a learning disability 
who has been referred for social skills training. His carers feel he should understand 
that ‘the girl in the shop isn’t interested in your life story.’ This person may be 
attempting to tell the shop assistant his life story because she may be one of the few 
people that he sees at all, or at all regularly. She may be someone that for him, is a 
relatively long-standing social contact. Her place, in his life may be entirely different 
from her place in the lives of his carers.
A chronic history of restricted opportunities for social interaction may well result in 
people with a learning disability violating conversational maxims (See section on 
communicative abilities). Not necessarily because they are incapable of observing 
such rules, but because they are completely unaware of the rules. They have not had 
enough exposure to them.
41
People with Learning Disabilities Essay
The impact of expectations on physical and sexual abuse
The perpetrators of abuse expect that the person with a learning disability will be less 
likely to report abuse and less likely to be believed when they do so (Bull & Carson,
1995) Unhappily this may be a realistic expectation.
The impact of expectations via parents and carers
Parents
Children’s actions (in the absence of disability) receive contingent responses from 
adults in ordinary home settings as much as 80% of the time (Kaye & Chamrey,
1981). Before these children behave as communicators, adults treat reflexive 
behaviours ‘as if ’they are initiating communication (Newson, 1978). Children in 
school settings receive responses less than 40% of the time (Houghton, Bronikcki & 
Guess, 1987). Furthermore, Ware (1996) found that greater the child’s disability the 
less likely they are to receive a response. Some children with severe or profound 
learning disabilities remain at a pre-intentional level of communication for years, so 
that the high rate of adult ‘as if ‘ behaviour is likely to decline. Rowland and 
Schweigert, (1993) also review evidence that a lack of response in the child may lead 
to a mother using a heavily directive style and initiating most of the communication. 
Note that causality here is probably bi-directional.
Carers
Recent research has indicated that if a carers “assessment of their communication 
partner is inaccurate or incomplete they may fail to make the necessary adjustments to 
the way they communicate so as to maximize their partner’s ability to contribute to the 
dialogue.” (Purcell, Morris & McConky 1999, pl7). “Hence assisting carers to adjust 
their perceptions of an individual’s competence may be an essential element in 
modifying the nature and style of the interactions which they commonly have with 
clients. To date, this approach has received scant attention with adult persons.” 
(Money, 1997 in Purcell, Morris & McConky, 1999, p i7).
A number of studies have now examined the quantity and quality of staff interactions 
with people with learning disabilities. With respect to the quantity of interactions, 
many studies have shown that staff may fail either to provide opportunities for 
interaction or fail to respond to communications initiated by clients (McConky Morris
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& Purcell, 1999; Landesman, 1988). Houghton, et al (1987) found that students with 
severe, multiple, learning disabilities were observed to initiate communications with 
staff at the rate of approximately one per minute. Staff responded on 7-15% of these 
occasions. When staff initiated communication their students responded on 99% of 
occasions. Beveridge (1997) reported that teachers responded to their learning- 
disabled students verbal requests on only 50% of occasions.
Wethered (1994) is particularly concerned with the impact that an underestimation of 
communication may have on the quality of interaction. “Carer expectation and 
feedback are the keys to improving client’s communication skills.” (pi5). As a result 
of unrealistically low expectations, the carer, may accept unclear messages, guess or 
interpret meaning, or not let the client know that they have not understood. This limits 
the range of their client’s communication. New skills may not be developed and 
existing skills atrophy through lack of practice. The client becomes used to having 
their needs anticipated, or to not being understood, and is unmotivated to improve 
communication.
This finds an echo in several studies that found that carers’ interactional style with 
their clients relies heavily on the use of directives (McConky, Morris & Purcell,
1999). “ If staff communications directed to residents do not elicit a higher order of 
language usage amongst residents, then initially learned speech patterns may fall into 
disuse and higher order communicative styles may never evolve.” (Kenefick, 1988, 
p i97). Notably, Hastings and Remmington (1994) suggest that a directive style in 
staff can lead to challenging behaviour.
With regard to an overestimation of ability, McConky, Morris & Purcell (1999) found 
that staff relied on verbal communication even when communicating with non-verbal 
clients. They also failed to adjust their language to their client’s level of 
understanding. Hodapp et al. (1989) found that teachers failed to adjust length of 
utterances and vocabulary to level of children with learning disabilities. Brown (1998) 
reports a case where staff consistently over estimated their client’s comprehension 
abilities. Instances of challenging behaviour were seen to follow instances of staff 
using language that was too complex.
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A particularly devastating consequence of faulty expectations on behalf of carers, may 
he the lack of choice provided for an individual. Carers may fail to recognise that their 
clients are capable of choice (Parsons & Reid, 1990). They may fear that their clients 
will make poor choices or choices which might work against habilitation goals 
(Bambara, Roger, Katzer & Davenport, 1995). The quality of life for an individual 
who is not allowed to express and act upon preferences is unnacceptably poor 
(Bambara et al., 1995). A limited opportunity to affect ones environment may lead to 
learned helplessness. It has been documented that people with severe learning 
disabilities have less choice than people with mild learning disabilities (Kishi, 
Teelucksingh, Zollers, Park-Lee, & Meyer, 1988, in Bambara et al., 1995). “We 
experience the outcome of it in the form of challenging behaviour. ...one of the few 
ways to register choice and exercise some level of control.” (Halle, 1995). Several 
studies have demonstrated that an increase in choice is correlated with a decrease in 
challenging or self-injurious behaviour (Thurman, 1997; Bambara et al., 1995).
To summarise, at their most problematic, the unrealistic expectations of carers and 
parents may lead to communication breakdown. They fail to have their needs met by 
communicating to others, reinforcement ceases, and they may leam that the success or 
otherwise of communication is beyond their control. The learning-disabled partner 
either stops trying to communicate, or resorts to a more alarming approach.
The impact of expectations -  Challenging and self-injurious behaviour
An equally serious consequence of a breakdown in communication may be the use of 
challenging, or self-injurious behaviour in order to meet needs. If an individual has 
learnt that more conventional attempts at communication are either ignored or 
misunderstood, then such behaviour may be an effective way to ensure that one is not 
ignored and/or that one can escape from a non-preferred choices, or the directions of 
others (Meyer & Evans 1989 in Durand, 1990). Research has indeed suggested that 
behaviour problems are maintained, by increased attention (positive reinforcement) 
and escape from demands (negative reinforcement) (See Durand, 1990).
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The ‘communication hypothesis’ of challenging behaviour states that problem 
behaviour may function like non-verbal communication to access reinforcers that are 
socially mediated (Durand, 1990). This model of challenging behaviour is predicated 
on several strands of research. Firstly, challenging behaviours are most frequently 
observed in individuals with severe and profound learning disabilities (Mansell report, 
1993). Secondly, individuals with severe and profound learning disabilities typically 
have severe communication difficulties (Durand, 1990). Some authors have suggested 
that poor language skills are linked to increased likelihood of challenging behaviour 
(Chamberlin, Cheung Chung & Jenner, 1993; Talkington, Hall & Altman, 1971; 
Shodell & Reiter, 1968, in Durand, 1990). The Mansell report (1993) indicates that 
both level of learning disability and an absence of verbal language are factors in 
challenging behaviour. However it is not clear whether the level of learning disability 
remains a factor in its own right if the influence of language ability is removed.
A functional communication approach to challenging behaviour argues that once 
learnt problem behaviour is used as an intentional form of communication. It has the 
specific communicative function of requesting escape or attention (Durand, 1990).
How might a clinical psychologist work with these issues?
The work of clinical psychologists on the amelioration of challenging behavior has a 
long- standing history. Psychological interventions have a demonstrated efficacy (See 
Emerson, 1996 for review). The work on communicative approaches to intervention 
suggests that collaboration with speech and language therapists may prove 
increasingly useful.
Psychologists themselves clearly have a responsibility to follow guidelines for 
effective communication with people with learning disabilities in all aspects of their 
work. This may be in face- to- face interaction or in written or taped communication 
with clients. Psychologists also need to take care that they do not over or 
underestimate their clients’ communicative abilities.
Until fairly recently clinical psychology as a profession was guilty of a profound 
underestimation of communicative ability. Despite evidence that people with learning
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disabilities were more likely to suffer from mental health problems than the general 
population (Stenfert Kroese, Dagnan & Loumides, 1997). They were rarely thought 
suitable candidates for psychotherapy. Psychologists showed a marked ‘therapeutic 
disdain’ for working with this client group (Bender, 1993 in Stenfert Kroese et al., 
1997). There is now reasonable evidence for the efficacy of cognitive-behavioural 
interventions with this group. However, care must be taken to structure verbal 
messages appropriately and carefully monitor level of understanding. An important 
aspect of this work is to provide people with a vocabulary of feelings.
There are many other opportunities for intervention work with regard to 
communication issues. Systemic interventions may seek to increase choice in 
residential or day care settings. System level interventions are also ideal for increasing 
communication opportunities and developing the social lives of people with learning 
disabilities.
As scientist practitioners, psychologists also have responsibility for consuming and 
producing research. The issues that have been raised in this essay need to be 
communicated as widely as possible to other professionals and particularly to carers 
and parents. Much research is still needed into this topic. Again multi-disciplinary 
work involving speech and language therapists, care staff and other mental health 
professionals may well prove an optimal research strategy.
Conclusions
Recent theoretical developments in linguistics have placed as much emphasis on the 
role of the communication partner as they have on the communicator. This has 
transformed the analysis of communication difficulties in the learning disabled 
population. Once the role of the partner is examined, their expectations become 
salient. At its most extreme the impact of inaccurate expectations on communicative 
ability may be communication breakdown. One expression of communication 
breakdown is the use of challenging behaviour. The work of psychologists may be 
carried out at many levels, both to prevent communication breakdown and to re­
establish it.
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Introduction
The Report of the National Commission of Inquiry into the Prevention of Child Abuse
(1996) supports a broad definition of child abuse: “Child abuse consists of anything 
which individuals, institutions, or processes do or fail to do which directly or 
indirectly harms children or damages their prospects of safe and healthy development 
into adulthood.” According to this definition, the report estimates that at least one 
million children and young people are harmed each year in the UK. For inter-agency 
work in England and Wales, the Department of Health adopts a set of more narrowly 
defined categories of abuse (Working Together, 1991). These are: physical injury, 
neglect, sexual abuse and emotional abuse. Researchers pursuing unique cause and 
effect models also use this classification. However as Belsky (1993), amongst others, 
notes “nature conspires against scientific analysis by generating the problem of co­
morbidity” (p413). That is, children who are abused are seldom abused in a single 
way. For example, McGee, Wolfe, Yuen, Wilson and Carnochan (1993), in Belsky 
(1993), found that 90% of an adolescent sample had experienced multiple forms of 
maltreatment. They conclude, “pure maltreatment types do not exist in reality” (p413).
A detailed critical evaluation of the psychological theories pertinent to all forms of 
abuse was thought to be beyond the reach of this essay. The content of this essay has 
therefore been constrained in the following ways: -
- Its focus is primarily on theories of physical abuse and neglect (although 
variations of the theories presented are often invoked to explain other forms of 
abuse). Theoretically specific accounts of sexual and emotional abuse are not 
examined.
- The theories evaluated mainly concem themselves with abuse by a primary 
caregiver (most often a parent). Specific theoretical accounts of abuse by siblings, 
teachers, peers or care workers are not examined.
- The theories evaluated are principally accounts of the causes and not the 
consequences of physical abuse and neglect.
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Terminology
The theoretical delineation of child physical abuse from neglect is a relatively recent 
endeavour. Many of the studies cited in this essay have not made a distinction 
between the two and use the terms ‘maltreatment’ and ‘abuse’ to refer to both 
phenomenon. For the purposes of this essay the author has generally used the term 
child maltreatment to refer to both child physical abuse and neglect where no 
distinction has been made. Where authors have made the distinction, their original 
terms are used.
Criteria for evaluation
This essay seeks to evaluate the theories presented in broad scientific terms. The 
stated criteria are as follows:
1. An ability to account for empirical observations. In the context of child 
maltreatment, this relates to the pattern of occurrences and non-occurrences in the 
data (Crittenden & Ainsworth, 1989). In particular, theories of child maltreatment 
need to account for patterns of intergenerational transmission (Crittenden & 
Ainsworth, 1989). That is the contention that children who have been maltreated 
as parents are more likely to go on to maltreat their own children. Estimations of 
the size of this population range from 18% to 70% (of the total population of 
maltreated children who become parents). This percentage depends largely on - 
whether studies employ retrospective or prospective research design, and the 
definitions of abuse employed (Belsky, 1993; Kaufinan & Zigler, 1987). Kaufinan 
and Zigler (1987) carried out a meta-analysis of both types of study and found an 
estimated rate of 30%. Egeland (1993) in a review reached an estimate of 40%. 
Therefore, psychological theories of child abuse need to account for the behaviour 
of the 30-40% of maltreating parents who were themselves maltreated. They also 
need to be able to account for the 60-70% of maltreated children that do not go on 
to abuse. In addition theories need to account for the 2-4% of parents in the 
general population who were never maltreated themselves and yet maltreat their 
own children (Buchanan, 1996).
2. An ability to generate predictive testable hypotheses and not simply account post 
hoc for observations.
3. An ability to specify the mechanism by which any observed effect takes place.
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The essay also seeks to evaluate theories in terms of their relative contributions to 
clinical practice. However this evaluation is made with the following two caveats in 
mind. Firstly, outcome evaluations of interventions in this area are often 
methodologically weak. (Belsky, 1993; Gough, 1993 in Buchanan, 1996). This applies 
to interventions generated from all theoretical perspectives. Studies often use small or 
biased samples, control groups are often poorly matched, and the nature of abuse and 
neglect is not well defined in terms of severity or chronicity (Belsky, 1993). However 
as Belsky (1993) makes clear: -
“ It would be a serious error to leave the impression that these methodological difficulties are not 
appreciated by those doing the primary research in this area or that they are relatively easy to overcome. 
Many of the problems reflect conundrums that are fundamental to the study of maltreatment. Thus the 
limits of research must be considered in context. This field of inquiry is not concerned with easy-to- 
recruit, highly motivated, middle class families, with well-organized lives who find it convenient and 
enjoyable to talk about their children”(p414).
Secondly, “It is notoriously dangerous to use the therapeutic success as proof of the 
correctness of the theoretical underpinnings of theory” (Eysenck, 1997). In general 
psychological interventions involve a multiplicity of process. Unless studies exist 
which offer a componential analysis of these processes, the precise reason for 
therapeutic success remains uncertain.
Theories of child abuse
Buchanan (1996) makes a broad division of theories that seek to account for the 
aetiology of child abuse. According to her terminology, extrafamilial theories hold 
socio-political factors and prevailing cultural influences as culpable. Intrafamilial 
theories point to psychological and biological factors.
The prevalence of child physical assault was first drawn to public attention with the 
publication of Kempe’s seminal paper ‘The battered child syndrome’ (Kempe, 
Silverman, Steele, Droegemuller & Silver, 1962). With it Kempe and colleagues 
proposed the first theory of child maltreatment -  the psychiatric or medical model 
(Tomison, 1996). This proposed that severe psychiatric disturbance in the abuser was
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the cause of child maltreatment. This theory was discounted relatively early, as most 
abusers were not found to have a severe mental illness (National Research Council, 
1993, in Tomison, 1996). Psychiatric and other intrafamilial theories fell out of favour 
and a sharp swing to a focus on social factors ensued (Buchanan, 1996). However 
such extrafamilial theories also lost favour when it became readily apparent that the 
vast majority of economically disadvantaged parents did not maltreat their children, 
whilst some particularly advantaged parents clearly did.
By the 1970’s the limitations of single factor theories such as these were recognised 
and there was a shift to the development of multi factorial theories (Buchanan, 1996). 
Present day psychological theories readily accept that the causes of child abuse are 
complex and multiply determined. Currently they are most often presented as 
components of complex interactional models involving a number of intra and extra 
familial processes (Garbarino, 1977; Belsky, 1993). As such this essay will not 
attempt to evaluate psychological theories by comparison with social and cultural 
theories. They are no longer seen as mutually exclusive. Instead the relative merits of 
three psychological theories will be evaluated -  learning theories, cognitive 
behavioural theory and attachment theory.
Learning Theories
‘This is the overarching theoretical approach adopted by psychologists to 
understanding and explaining abusive behaviour” (Hoghughi, Bhate & Graham, 1997, 
p29).
Learning theory and more particularly social learning theory are closely associated 
with the intergenerational transmission hypothesis. Essentially these behavioural 
theories assume that aggressive behaviour is learned in childhood and “simply 
expressed in adulthood in the parenting role” (Belsky, 1993, p415). A number of 
candidate learning processes have been proposed, the most frequently cited of which 
is social learning. Developed under the auspices of Bandura (1973,1977) it suggests 
that learning can occur not only by direct reinforcement (i.e. classical and operant 
conditioning), but also by observing the behaviour of others (modeling) even when no 
reinforcement is present. Bandura argues that it is not social learning that is
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contingent upon reinforcement, but the likelihood that the witnessed behaviour is then 
performed. In other words witnessed behaviour that is perceived to be rewarded will 
be more likely to be performed (Deaux & Wrightsman, 1988). Punishment acts can 
also act as reinforcers to deter the child from engaging in behaviours they have leamt 
to imitate.
Social learning accounts of intergenerational violence can clearly account for the 30- 
40% of people who, having been exposed to violence as children, go on to abuse their 
own children (Kaufman & Zigler, 1987; Egeland 1993). There is an established 
literature documenting correlational evidence that experiencing violence in one’s own 
childhood is associated with an increased tendency to abuse one’s own children 
(Kaufman & Zigler, 1987; Egeland 1993). For example, Coohey and Braun (1997) in 
examining the effects of a range of abuse determinants found that being abused by 
one’s own mother ‘dominated’ the effects of all other predictors. Social learning 
theory can also account for the finding that witnessing violence between other family 
members is also associated with increased risk of child maltreatment (Gelles &
Loseke, 1993). In addition the theory has been used to argue that parenting skills in 
general are leamt from one’s own parents. In this way the intergenerational 
transmission of neglect as well as abuse might be explained.
More problematic is the account of how people who have not had such negative 
learning opportunities go on to abuse or neglect children. Current epidemiology 
suggests that the base rate of abuse in the general population is between 2 and 4 % 
(Buchanan, 1996). Social learning theory also does not readily offer an explanation for 
the 60-70% of maltreated children who do not go on to abuse as adults.
Another weakness of the theory, as it relates to child maltreatment, is the difficulty in 
obtaining direct causal evidence in support of the actual mechanism of transmission. 
Modeling of aggressive behaviour may be readily observed after experimental 
manipulations with children (e.g. Bandura, 1973, 1977). However experimental 
studies manipulating this as a causal mechanism in later parenting behaviour are 
ethically and pragmatically untenable. The theory relies on correlational evidence. 
Muller, Hunter and Stollak (1995) observe that a number of studies have now
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demonstrated that receiving corporal punishment as a child is associated with the 
subsequent manifestation of aggressive behaviour. Such studies have typically 
“assumed the operation of social learning principles” (pi 325) without offering 
experimental support. Generally in the literature, detailed analyses of the precise 
learning processes involved in abuse are rare (Hoghughi et al., 1997).
Contribution of learning theories to clinical practice
Interventions derived from learning theoiy aim to alter individual patterns of 
maladaptive behaviour (Buchanan, 1996). One of the strengths of this approach has 
been the generation of a systematic, measurable approach to assessment and 
intervention using the general approach of applied behaviour analysis. The techniques 
applied in intervention are not simply those derived from social learning theory (i. e. 
modelling). The principles of direct reinforcement (i.e. classical and operant 
conditioning) are also applied.
Lutzker, Hasselt, Bigelow, Greene and Kessler (1998) stress the particular 
contribution of this approach to the assessment of parenting skills. They point to the 
development of a number of structured assessment tools. These include behavioural 
interviews (Parental Interview and Assessment Guide, Wolfe, 1988), Self-report 
measures (Child Abuse Potential Inventory, Milner, 1986; Parenting Stress Index, 
Abidin, 1986; Child Behaviour Checklist, Achenbach & Eldebrock, 1983) and direct 
observation coding systems (Behavioural Observation Scoring System, Burgess & 
Conner, 1978; Behavioural Coding System, Forehand & McMahon, 1981 and the 
Family Process Code, Patterson, 1982).
There are many varieties of behavioural or learning based approaches to interventions. 
Essentially they consist of programs of child management training (the development 
of alternative parental responses to behaviour perceived as problematic in the child). 
They are offered in a number of settings and are often delivered in a package of 
parentally targeted support (Lutzker et al., 1998).
Gough (1993) cited in Buchanan (1996) has reviewed the international literature on 
child protection interventions. He finds that “behavioural child abuse interventions
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produce the most impressive results” (p316). Noting that the clear focus of such 
interventions better enabled these researchers to demonstrate their effectiveness 
(although widespread methodological weakness was also noted) Many of the 
interventions clearly involved processes other than those derived from learning theory 
(in particular cognitive processes). Componential analysis of the ‘active’ therapeutic 
ingredient in such programs has generally not been undertaken (Lutzker et al., 1998). 
Another weakness highlighted by cognitive theorists (e.g. Azar & Siegal, 1990) is that 
behavioural interventions have focused too narrowly on decreasing parental 
aggression and aversive parental behaviour. They argue that interventions also need to 
increase the amount of positive interactions that take place within maltreating 
families. Gough (1993) also concluded that the interventions he reviewed were more 
successful at reducing negative interactions that increasing positive ones.
Perhaps surprisingly, given the close association between learning theory and the 
intergenerational transmission hypothesis, the behaviour analysis literature has not 
offered interventions targeted at the child victim (Lutzker et al., 1998). Azar and 
Siegal (1990) also point out the relative lack of behavioural programs for parents of 
infants, and most especially for parents of adolescents. They argue that the major 
influence of this approach has been in altering the behaviour of parents with children 
in early and middle childhood. They highlight the need for a more developmentally 
specific approach to intervention, where the “nature of antecedents and skills to be 
trained are different within each period of childhood”.
Cognitive Behavioural Theory
Azar (1997) and Azar and Siegal (1990) use a cognitive behavioural formulation to 
explain the aetiology of child abuse and neglect. The model insists on the ‘crucial 
role’ of cognitive processes in determining abusive parental emotional and 
behavioural responses. As stated behavioural approaches had demonstrated some 
effectiveness in reducing aggressive parental responses, they had had less success with 
increasing positive parenting behaviours. Cognitive theorists argue that “competent 
parenting is more than managing behaviour” (Azar & Siegal, 1990) and that there are 
specific cognitive processes (schema) at work in optimally sensitive caregiving. 
Schema are loosely defined as an organising structure for knowledge used to guide
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understanding of and subsequent behaviour in a range of situations (Eysenck &
Keane, 2000). The general concept of schemas has found wide support in the 
experimental cognitive psychology literature (Eysenck & Keane, 2000). Specifically 
Azar and Siegal (1990) posit that ‘developmentally sensitive’ schemata or 
expectations drive effective parenting. They cite studies showing that abusive parents 
have developmentally unrealistic expectations about their children’s capabilities (i.e. 
expecting a four year-old to choose appropriate clothing). In particular they are likely 
to hold their children responsible for aversive behaviours (i.e. crying, spilling milk). 
That is that they make an internal attribution (i.e. they did it on purpose.) In addition 
such parents have an expectation that their children will care for them (i.e. a 3 year old 
will comfort them when they are upset). Such expectations differentiate abusive 
parents both from non-abusive parents and from parents whose partners have 
physically abused their children. (Azar, Robinson, Hekiman & Twentyman, 1984; 
Azar & Rohrbeck, 1986 in Azar & Siegal, 1990). In addition abusive parents have 
been shown to exhibit reduced abilities in problem solving in parenting situations 
(Azar et al., 1984).
The cognitive behavioural model also makes some reference to the proposed 
mechanism of intergenerational transmission of abuse. The schemas developed by 
parents with regard to the self, others and world, are assumed to be, in part, acquired 
through experience with one’s own parents and family. If such experiences are 
abusive or neglectful then the child’s schema will reflect this and later inform their 
own parenting. Modification of such maladaptive schemas may also account for the 
60-70% of abused but non-abusing parents. For example, Azar (1997) proposes that 
societal norms and subcultural beliefs can also have a direct effect upon schema 
formation, but experimental evidence of the operation of these mechanisms is not 
available.
Contribution of cognitive behavioural theory to clinical practice
Cognitive behavioural approaches to assessment and intervention incorporate existing 
techniques derived from applied behaviour analysis. However, they predominantly 
seek to effect behavioural change by way of cognitive restructuring. For example, 
whilst carrying out standard child management training the therapist aims to directly
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elicit the parental thoughts associated with child behaviour that the parent perceives as 
problematic (Azar, 1997). In particular, developmentally unrealistic expectations and 
faulty attributions are addressed. Cognitive behavioural work can also intervene at the 
level of the child. There is some evidence that children not only leam abusive 
behaviour from their parents but also the moral justification for it (Hertzberger, 1983; 
Gelles & Strauss, 1979, in Buchanan 1996). A cognitive approach theoretically 
provides the techniques to challenge the child’s idea that punishment is necessary for 
good parenting.
Many of the more recent behavioural training programs have incorporated elements of 
a cognitive approach. However, the relative effectiveness of these specific 
components is rarely assessed. Developmental education, cognitive restmcturing and 
problem solving training have been used with abusive and neglectful parents (Azar & 
Siegal, 1990). Therapeutic targets have included change in negative parental bias, 
challenge of unrealistic expectations and an increase in generating and selecting 
alternative responses. Brunk, Henggeler and Whelan compared cognitive work and 
standard child management training. They found both effective, but with different 
targets. Cognitive work improved parent child interactions, whilst the more 
behavioural approach decreased parental social problems. Azar, (1984) and Azar and 
Twentyman (1984) in Azar and Siegal (1990) compared insight oriented treatment, a 
cognitive behavioural approach, and a waiting list control group. Both treatment 
groups were superior to the waiting list, but there were no differences between 
treatment groups (although only the CBT group showed no recidivism at one year 
follow-up). Studies differentiating the effectiveness of the different cognitive 
components are not available.
Attachment Theory
Bowlby (1969) proposed that infants possess an innate predisposition to form 
‘attachments’ with their caregivers at critical periods of their lives. Bowlby’s original 
theory held that the infant develops a behavioural repertoire (i.e. crying, smiling) that 
aims to ensure proximity of its principal caregiver whenever the infant is alarmed or 
anxious. The quality of this reciprocal pattern of interaction, or ‘attachment 
relationship’ is determined by the sensitivity of the adult’s response to these
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behaviours (Morton & Browne, 1998). If the caregiver responds in a consistently 
sensitive manner then the child is held to develop a ‘secure attachment’. If the 
response of the caregiver is consistently insensitive or simply inconsistent then the 
child develops an ‘insecure attachment’. The quality of this early attachment 
relationship is held to determine the nature of all later relationships in that child’s life. 
The initial theory has undergone some reformulation to incorporate ideas from 
modem cognitive psychology. The child is currently held to develop an ‘inner 
working model’ of its relationship with its caregiver. These models are 
representational in nature and appear to be akin to the ‘schema’ invoked in cognitive 
behavioural theory although they have yet to be specified in operational terms.
Most of the early work on attachment theory has tended to focus on the attachment 
relationship between mother and infant. The behaviour of infants under one stressful 
situation has been found to consistently relate to patterns of maternal behaviour. 
Ainsworth and colleagues developed a laboratory procedure to assess the nature of 
such infant attachment relationships with their mothers. The ‘strange situation’ 
(Ainsworth, Blehar, Waters & Wall, 1978) is a procedure designed to stress the infant 
and elicit attachment behaviour. Essentially it involves repeated separations from the 
mother combined with the presence of a stranger over a period of around 20 minutes. 
Observing the infant’s behaviour whilst separated from and reunited with its mother 
assesses the ‘quality of attachment’. Attachment is classified into ‘types’. Infants can 
be securely or insecurely attached to their mothers. Securely attached infants have 
mothers who sensitively respond to their infants and are quickly able to sooth them. 
Insecure attachments originally took two forms: anxious avoidant (where the mother 
will tend to be insensitive, rejecting, angry or intrusive) and anxious ambivalent 
(where the mother may be withdrawn, uninvolved or inconsistent). A few studies have 
replicated these findings (e.g. Belsky, Rovine & Taylor, 1984; Egeland & Farber, 
1984). The ratio of secure to insecure attachments in the normal (i.e. non clinical) 
infant population is generally held to be 66% securely attached, 22% anxious aviodant 
and 12% anxious ambivalent (Ainsworth et al., 1978). The ‘strange situation’ has 
become the main paradigm for empirical research concerning predictions about the 
implications of being securely or insecurely attached to one’s mother. Insecure 
attachments are held by attachment theorists to be responsible for a broad range of
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adult difficulties including a tendency to abuse or neglect one’s own children.
Attachment theory has also been invoked as a mechanism in the transmission of 
intergenerational maltreatment. The theory suggests a causal relationship between 
problems of attachment in the parent and abuse of the child (Buchanan, 1996). 
Attachment theory makes two related predictions with regard to cause and effect in 
child abuse. Firstly, maltreated children will be insecurely attached to their parents. 
Secondly, maltreating parents abuse and neglect because they themselves experienced 
disorders of attachment in childhood. The evidence for these two claims will be 
evaluated separately.
Maltreated infants and the quality of attachment
Morton and Browne (1998) have reviewed thirteen studies that examine the quality of 
attachment in maltreated infants. All 13 used the strange situation (Ainsworth et ah, 
1978) to assess attachment. In 11 of these studies the maltreated infants were 
significantly more often categorised as insecurely attached. Their meta-analysis finds 
that on average 76% of maltreated infants are classified as insecurely attached 
compared to 34% of controls. This leaves an average of 24% of infants whom; 
although being maltreated by their mothers are still securely attached to them. In the 
above review, 6 of the studies reported a rate of securely attached maltreated infants 
of around 30%. Mothers of securely attached infants, as has been stated, are “sensitive 
and responsive caretakers” who meet their infants needs “ promptly and 
appropriately” not qualities one would expect to find in abusing or neglectful mothers 
(Morton & Browne, 1998, p i094). Such findings present some difficulty for 
attachment theorists. Several researchers have since returned to the securely attached 
maltreated infants and reclassified them. Some have been reassessed and reclassified 
as insecurely attached (i.e. Gaensbauer & Harmon 1982) on the grounds that “they 
didn’t quite seem to display the classic patterns of secure attachment” (Morton & 
Browne, 1998, p i097). Others have assigned securely attached maltreated infants to 
new categories of attachment. This reassignment may prove to be informative, but it 
entails a certain degree of post hoc justification. Moreover, there is some disagreement 
between attachment theorists has to which attachment category maltreated children are 
expected to fall into. Main and Solomon (1990) added category D-
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disorganised/disoriented attachment. Carlson, Cicchetti, Bamet and Braunwald (1986) 
re-analysed attachments in a sample of maltreated and non maltreated infants and 
found that more maltreated infants were classifiable into this new category (D). 
Crittenden (1985) has proposed an avoidant/ambivalent (A/C) category to account for 
maltreated infants originally classified as secure. The relationship between these two 
categories is currently unclear. The evidence would seem to suggest that maltreated 
infants show all five patterns of attachment (secure, anxious/avoidant, 
anxious/ambivalent, avoidant/ambivalent and disorganised/disoriented).
Attachment theory and the intergenerational transmission of child maltreatment
Attachment theorists propose that an insecure attachment to one’s primary caregiver 
form the basis of all future attachments. Children who have been maltreated are held 
to exhibit insecure attachments (of some sort). Without the benefit of an early secure 
attachment adults are thought to experience difficulties in forming secure relationships 
with their own children (Morton & Browne, 1998). Such difficulties are thought to 
include an increased risk of maltreating one’s own children. Significantly it is not 
‘violence per se’ that is hypothesised to be transmitted across the generations but the 
style of caregiving relationship (Buchanan, 1996). However, evidence that maltreating 
parents do so as a result of insecure attachments is limited and indirect. Main and 
Goldwyn (1984) have shown that mothers who have difficulty recalling their own 
abusive childhood experiences (as measured on the Adult Attachment interview) are 
at higher risk for abusing their own children. Clearly this is far fi*om a direct test of the 
hypothesis. Interestingly Belsky (1993) and Morton and Browne (1998) both argue 
that a major strength of attachment theory is its ability to suggest how the cycle of 
maltreatment might be broken. A  number of prospective studies have identified a 
number of ‘high risk’ mothers who, although institutionalised or maltreated as 
children did not maltreat themselves. Protective factors identified in a number of 
studies (Belsky & Pensky, 1988; Quinton, Rutter & Liddle, 1984; Egeland et ah,
1987; Hunter et ah, 1978, all cited in Belksy, 1993) include a supportive relationship 
with another adult whilst growing up, a supportive marital relationship, undergoing 
psychotherapy as an adult and a more extensive social network. All these factors are 
said (by attachment theorists) to modify the inner working models of caregiving 
relationships that are formed in infancy and early childhood (Belsky, 1993).
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Attachment theory in its early form was subjected to wide ranging criticism. It is a 
strength of the theory that it has been able to evolve to answer some of that criticism 
(for example more focus on attachment in older children and attachment figures other 
than the mother). However some of the objections raised, remain problematic. For 
example, the reliance on the ‘strange situation’ as the main method to assess infant 
attachment has been questioned. The original studies (and many since) have assessed 
infants that spent the majority of their first year being cared for by their mother. 
McGurk, Caplan, Hennessey and Moss (1993) point out that currently many more 
women return to work and that many infants will experience a variety of care 
arrangements. Their reactions to being left by their mothers in the presence of 
strangers may differ from those infants who spend the majority of their time in the 
sole care of their mothers. The same objection is also pertinent to infants raised in 
extended family setting.
Although attachment theorists have examined the role of other attachment figures, 
family systems theorists object to the dyadic nature of the relationships (i.e. father- 
child attachment) they argue that instances of maltreatment arise as a function of 
patterns of familial interactions (Lewis, 1988).
Another strength of attachment theory is the richness of its theoretical underpinnings. 
The theory draws on ideas and posits mechanisms derived from psychodynamic, 
ethological, learning cognitive theory. However the specification of the mechanism by 
which attachment operates has not been formulated in a testable way. It remains 
poorly understood. For example Crittenden and Ainsworth (1989) make a range of 
interesting predictions about the operation of attachments across the lifespan. But in 
each case, as they state, “the tie between the theory and predicted outcomes is the 
internal representational model of relationships” (p446). Without an operationalised 
description of such models the ability to test such predictions is compromised.
Contribution of attachment theory to clinical practice
Azar (1997) makes a similar argument when she claims that attachment theory is not a 
useful for generating interventions. She complains that where recent reformulations
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(describing inner working models) require marked change in ‘relational experiences’ 
to alter attachments, they “have not specified the nature of such experiences in 
operational terms. The implications for interventions therefore, remain vague.” (p81)
Van Ijzendoom, Juffer and Duyestyen (1995) have reviewed the efficacy of 
interventions derived from attachment theory. Twelve studies were subject to meta­
analysis. The therapeutic aim of all twelve studies was to improve the quality of 
infant-mother attachment relationships. The analysis suggested that short-term 
interventions were more effective that longer term interventions. Moreover the 
efficacy was related to improving parental sensitivity rather than altering the child’s 
attachment patterns. The degree to which increased parental sensitivity would 
generalise to an older child was unknown. Many of the interventions were carried out 
in broad based intervention packages (which in some cases involved tackling housing 
and finance issues, i. e. Egeland, 1993). Clearly this precludes assigning therapeutic 
efficacy to the attachment-based approaches.
Conclusions
The three psychological theories presented here would appear to have a fairly even 
balance of strengths and weaknesses. With regard to the criteria for evaluation set out 
at the beginning of this essay, the following summary is made.
- Ability to account for empirical observations (in particular intergenerational 
patterns o f transmission).
All three theories provide an account of the mechanism by which maltreated children 
may go on to maltreat as parents. With regard to the 60-70% of maltreated children 
who break that cycle, only attachment theory presents a coherent explanation of 
discontinuities. None of the theories offer an explanation for the 2-4% of maltreating 
parents who were not maltreated themselves.
- An ability to generate predictive testable hypotheses and not simply account post hoc 
for observations.
Belsky (1993) has commented that “For the most part, the studies of the aetiology of
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child maltreatment lack precise a priori predictions and thus are little more than 
empirical fishing expeditions.” (p414). All the theories discussed here have difficulty 
in generating testable predictions (in some cases because of the ethical and practical 
difficulties in testing the operation of processes across generations). All three 
presently work best as post hoc accounts of the data.
- An ability to specify the mechanism by which any observed effect takes place.
The theories’ difficulty with making a priori predictions described above is related to 
the underspecification of all of the models. CBT may offer the most promising 
account in terms of its ability to specify and measure cognitive processes. This 
approach this has had some success in other clinical fields in terms of specifying 
particular cognitions that can be measured and targeted (see Hawton, Salkovskis, Kirk 
& Clark, 1989 for review).
- Contribution to clinical practice.
Research demonstrates that behavioural approaches to intervention appear to be the 
most successful so far (Gough, 1993). CBT approaches have yet to demonstrate 
effectiveness over and above behavioural interventions. However behavioural 
interventions may well involve cognitive change. Outcome studies have not generally 
been conducted in a way that allows identification of the most effective components 
of the intervention.
As argued earlier, psychological theories alone probably cannot account for any single 
instance of child abuse. They are presently most useful as components of 
multifactorial interactional models (Belsky, 1993). The theories presented here are not 
mutually exclusive and as such may all make a contribution to such models. It may be 
that better specification of each of these theories would allow for a more 
discriminating evaluation of their relative claims for aetiologically significance.
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Introduction
The ‘ageing process’ referred to in the title of this essay, begins at conception and 
lasts a lifetime. However, as the title was set as a ‘working with older people ’ essay, 
the focus here will be an examination of the prevalence and treatment of depression in 
older adults. The essay will consider
a) Whether depression in later life is inevitable, and
b) Whether depression in later life requires treatment in addition to understanding.
Older adults are conventionally described as those members of the adult population 
aged 65 years and over. In the UK this categorises adults over statutory retirement age 
(Woods & Roth, 1996). Sixty-five is also the usual age criteria used in the NHS for 
referral to older adult services (see Woods, 1999) and for research looking at an older 
adult population (although there is some variation in the cut-off for clinical practice 
and much variation in research populations). The term ‘older adults’ will be used 
frequently throughout this essay. Inevitably, any conclusions drawn about a culturally 
heterogeneous population with an age range spanning approximately 30 years must be 
treated with caution (Woods & Roth, 1996).
Within the NHS, the equitability of access to, and the quality of mental health service 
provision for older adults is topical issue. It has been the focus of a recent National- 
Service Framework document (Department of Health, 2001). With regard to 
depression, commonly held beliefs about its course over the latter part of the lifespan 
may have a significant impact on the amount and type of treatment both sought, and 
given within the health services. As the document notes, “ ... [Depression] may be 
perceived by older people and their families, as well as by professionals, as an 
inevitable consequence of ageing and not as health problems which will respond to 
treatment” (Department of Health 2001).
Is “Depression is an inevitable part of the ageing process”?
“ The assumption is often made (mainly by younger people) that depression must be 
more common in older people. This is a complex issue (Woods, 1999, p78).
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Depression in older adults has been, and still is, viewed by some as a ‘natural’ 
response to the losses associated with old age (Laidlaw, 2001). Declines in physical 
health, independence, socioeconomic status and multiple bereavement have all been 
invoked to support what Knight (1999) describes as the ‘loss-deficit’ model of ageing. 
According to this model, later life is characterised by a succession of losses, the 
normative response to which is depression. The ‘ understandability phenomenon’ 
(Blanchard, 1996 in Laidlaw 2001) and the ‘fallacy of good reasons’ (Unutzer, Katon, 
Sulliver & Miranda, 1999 in Laidlaw, 2001) also view depression as realistic response 
to the experience of later life.
Evidence that the prevalence of depression increases with age might legitimize the 
statement that depression is a ‘consequence’ of the ageing process. However, 
epidemiological studies suggest that depression is not in fact over represented in the 
older adult populations. The following section examines this epidemiological evidence 
and addresses a number of methodological issues that have limited its interpretation.
A number of large- scale studies have been carried out in an effort to establish the 
‘true’ prevalence of depression in older adults and whether it exceeds that found in 
younger adults. According to a recent review of this research by Beekman, Copeland 
and Prince (1999) “despite considerable interest, there is no consensus about this 
basic epidemiological issue” (p307). However, what the review makes clear is that 
depression is by no means a statistically inevitable consequence of growing older. For 
example. Blazer (1999) points out that from the Epidemiologic Catchment Area 
(ECA) studies (involving the USA, Puerto Rico and Canada) “.. .the counterintuitive 
finding emerged, site after site, that late-life depression was not as frequent as 
previously believed, and was no more frequent in the elderly than at earlier ages.” 
(P284). Indeed, as will be discussed, some studies find that advancing age appears to 
be associated with a reduced risk for depression.
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The measurement of depression and its prevalence^
The prevalence of late life depression has been the focus of a recent, multi-centre 
‘Concerted Action Programme’ (the EURODEP Consortium), funded by the European 
Community (Copeland, 1999). As part of this program, Beekman et al.(1999), 
reviewed 34 previous studies of the epidemiology of depression in late life, 
community based samples. Initially they found considerable variance (from 0.4% for a 
diagnosis of major depression in Japan to 35% for all depressive syndromes in Hong- 
Kong.) Prevalence rates are defined as the percentage o f ‘cases’ experiencing 
depression at any one point. However, how depression is defined within these studies 
is crucial to the interpretation of prevalence rates (Schneider, Reynolds, Lebowitz & 
Friedhoff, 1994).
Snowdon (1990, in Roberts, Kaplan, Shema & Strawbridge, 1997) amongst others, 
has noted that prevalence studies can be grouped into high prevalence and low 
prevalence studies based on their measurement strategies, or what Copeland (1999) 
describes as ‘level of caseness’. That is, is depression sampled as instances of major 
depression as defined by a diagnostic instrument, or as clinically significant symptoms 
(that do not necessarily reach criteria for a diagnosis of major depression), as 
measured on self-report scales?
In the Beekman et al., (1999) review, grouping studies by level of caseness (i.e. 
categorical diagnosis or symptoms on a continuum) reduced the observed variance. 
The prevalence of major depression in older adults across studies was averaged to 
1.8% and as such was relatively rare. Rates of minor depression were more common, 
yielding an average of 9.8%. Similar rates are quoted throughout the literature, once 
the level of caseness is controlled for. For example Roberts et al.(1997) cite 1-3% as 
the prevalence of major depression and 11-16% for ‘substantial symptoms’ of 
depression. Beekman et al., (1999) concluded that there was no ‘consistent’ evidence 
associating later life with an increased risk of depression. In fact, in their review of 
research, the risk of major depression appeared to decrease with age. A number of 
recent studies (Henderson, 1994; the Australian Bureau of Statistics, 1998; Kaelber et
' Unless specified the term depression is used to here to specify a unipolar depressive episode or 
symptoms associated with this.
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al., in Laidlaw, 2001) have also found that the prevalence of major depression is lower 
in adults over the age of 65 than in those aged 18-64 years.
The association between depressive symptoms and increasing age is less clear. 
Beekman et al.(1999) cite studies which show increases, decreases and no difference 
when compared to younger groups. Overall their review found in favour of a slight 
increase in depressive symptoms in older age. They also cite a previous review by 
Newmann and Engel (1991) showing that among adults over 55 years old, depressive 
symptoms increased with age.
Significantly, Beekman et al.(1999) counselled that “drawing firm conclusions about 
the prevalence of late-life depression was precluded, primarily because of 
methodological differences and shortcomings in the available research. A formal 
meta-analysis of the available findings was not deemed feasible” (p309). Jorm (2000) 
goes further. “Prevalence or incidence rates for anxiety and depressive disorders 
cannot be legitimately compared between studies unless the methodology is identical, 
which is seldom the case.” (pi2).
In addition to how depression is defined, the epidemiology of depression either as a 
categorical diagnosis, or as a range of symptoms falling along a continuum, has a 
number of age-related biases associated with it (Karel, 1997). The following section 
will go on to detail some of the methodological issues that prevent the formulation of 
a clear response to the question of whether the prevalence of depression increases in 
later life.
Age-related bias in the prevalence of depression
Although few recent authors would argue that depression is an inevitable consequence 
of old age, a number have questioned the relatively low prevalence of major 
depression reported by epidemiological studies in this age group. Henderson (1994), 
for example, notes that although population epidemiological data is not vulnerable to 
bias in differential help-seeking behavior or access to services, there are a number of 
alternative factors which may contribute to the apparent decrease in prevalence.
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Firstly, the vast majority of studies assess depression in older adults living in the 
community. For example, the Beekman et al.(1999) review looked only at studies that 
assessed community based older adults. The few studies that have been carried out on 
older adults in residential units have found a far higher incidence of major depression 
and depressive symptoms (Ames 1991,in Woods, 1999 and see Schnieder et al.,
1994), although there have been few direct comparisons between community and 
residential samples (Henderson et al., 1993, in Jorm 2000). The higher prevalence is 
held to result from a greater degree of physical impairment in residential populations 
(Jorm, 2000). In addition those adults living independently are likely to be younger 
(Blazer, 2000). Very few studies have looked at prevalence rates of depression in 
community living ‘old old’ or very elderly, who suffer from the greatest degree of 
physical impairment (Blazer, 2000).
Intertwined with both the issues of bias towards community based studies and ‘young 
old’ samples is the problem of co-morbidity. Older adults with a coexisting major 
physical illness or dementia will not be considered for a diagnosis of major depression 
(Blazer, 1999). The co-morbidity of depression and physical illness has been well 
established (see Blazer, 1999). Henderson (1994) believes that the under 
representation of physically ill or frail older adults in epidemiological surveys, has 
artificially reduced prevalence rates in this age group. Reifler and Larson, (1990) 
estimated that up to 25% of people with dementia have a coexisting depression (in 
Woods, 1999). In addition Henderson et al.(1998) suggests that older people with a 
history of depression may have a selectively higher mortality and are thus less 
available to participate in research! Jorm (2000) cites a number of studies showing 
that depression predicts mortality, but not necessarily independently of physical ill 
health.
Karel (1997) has noted that cross sectional studies do not reveal whether depression in 
older adults represents a reoccurrence of a life long illness or is a new onset. Although 
Burke, Burke, Reiger and Rae (1990) report a high rate of new onset in adults over 90. 
Also, if the incidence of depression remains the same across adulthood but the 
duration of each episode shortened with age then the observed prevalence would 
appear to decrease (Henderson et al, 1998).
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Two other important (and related) questions are whether depression is differentially 
manifested in, and differentially reported by, older adults. This is pertinent to the 
question of prevalence as, if either is the case, existing assessment tools may not 
accurately detect depression in the older adult.
For example, Roberts et al., (1997) argue that older people may be less likely to 
endorse depression generally. They cite Knauper and Wittchen (1994), who argue that 
when diagnostic instruments are used are used with older adults, the “finding of lower 
"prevalence of clinical depression is in part a function of a heuristic strategy in which 
respondents attribute depressive experiences to physical illness to simplify complex 
answering processes that they have insufficient memory capacity to cope with.”
(pi388). Hasin and Link (1988) reported that older people were less likely to describe 
symptoms of depression as psychological problems. Merikangas et al., (unpubl) found 
that older adults were less likely to report major depressive episodes in their relatives 
(in Roberts et al., 1997).
In a series of studies Gallo, Rabins and Anthony (1999) have found that community 
dwelling older people are less likely than younger adults to report sadness, a key 
symptom of depression. This has also been found in an inpatient setting (Lyness et al., 
1995 in Karel, 1997) although it is not a consistent finding (Karel, 1997). Gallo et al., 
(1999) cite Henderson (1994) on the importance of their results “ It should be noted 
that if the elderly with depressive disorder tend not to fulfill the lowered mood 
criterion, this is a matter of major significance for the criteria in current international 
use. It would mean that they are not uniformly valid across all age groups.” (p341).
Several of the somatic symptoms associated with depression in younger adults have 
been found to vary independently of mood in older samples. As such they are not 
good indicators of depression in an older population (Woods, 1999). These include 
variations in sleep, appetite and sex drive. Several diagnostic measures discount 
symptoms that may be attributable to physical illness (Jorm, 2000) even though there 
is some evidence that older adults are more likely to attribute somatic depressive 
symptoms to a physical cause (Knauper and Wittchen, 1994 in Jorm 2000). Karel
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(1997) in addressing bias in diagnosis believes that older adults with depression are 
vulnerable to having their symptoms ‘missattributed to medical causes’. There is a 
growing recognition that to establish the prevalence of depression ‘it is not acceptable 
simply to apply the same diagnostic instrument across all age groups and compare the 
results obtained.” (p79, Woods, 1999).
Thus far, the influence of age related bias has been examined in order to address 
recent findings that the risk of major depression appears to fall in later life. As was 
mentioned earlier, the prevalence of depressive symptoms generally in older adults is 
less clearly established. Karel (1997) cites a review by Newmann (1989) in which age 
trends for symptoms as assessed by self-report questionnaire show a curvilinear 
relationship with age. The highest symptoms are reported by adults in their 20’s and 
by those over 75 years. Reviews by both Roberts et al.(1997) and Beekman et 
al.(1999) also found evidence that the risk for symptoms of depression increased with 
age. Karel (1997) reports that a number of authors take the view that the scales most 
frequently used to assess clinically significant symptoms of depression may falsely 
overestimate depressive symptoms in older adults. The concern is that frail or 
physically ill older adults are selectively endorsing somatic items on questionnaires 
designed to assess depression. Some self -report scales now exclude somatic items 
(i.e. The Geriatric Depression Scale [GDS], Yesavage et al., 1983). Note that this is 
the opposite form of the same argument used to claim that major depression is under 
diagnosed (i.e. that either somatic symptoms of depression are misattributed to 
physical causes, or are falsely excluded from diagnostic measures as this is how older 
adults express their symptoms of depression). In addition Newmann et al., (1989), in 
Roberts et al., (1997), argue that self-report measures inflate the prevalence of 
depressive symptoms as they do not take into account ‘delimited’ sources of distress 
such as recent bereavement.
Irrespective of the direction of effect of age related bias, one other potentially 
confounding factor in the interpretation of prevalence rates in older adults is the 
‘cohort effect’. Essentially this implies that any observed effect in a similarly aged 
population is attributable not to the effects of growing older but to characteristics of 
that group of people who were bom at a particular time in history (Gallo et al., 1999).
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As the vast majority of studies are cross sectional, or longitudinal over a relatively 
short period of time, it is currently not possible to establish the impact of this potential 
confound. Jorm (2000) stresses the need for longitudinal studies with much longer 
follow up periods in order to begin to address this issue.
A related issue in isolating the prevalence of depressive symptoms in older adults 
concerns the influence of other risk factors known to be associated with depression, 
that accompany later life. That is “does ageing per se, independent of declining health 
and functioning increase the risk of depression?” (pi 384, Roberts et al., 1997).
Roberts et al. argue that recent papers reporting age related increases in depressive 
symptoms are, in fact, measuring the impact of risk factors such as declining physical 
health problems and disability. These factors increase the risk for depression at any 
age but are more frequent in the older adult population. In addition such factors may 
maintain depression rather than trigger it. Roberts et al., (1997) calculated the effects 
of age versus other known risk factors (these included gender, marital status, 
education, chronic ill health, disability, stressful recent life events, cognitive problems 
and social isolation). They found that adjusting for other risk factors attenuated all 
age-related increases in depressive symptoms. They concluded “healthy, normally 
functioning older adults are not at greater risk for depression than younger adults”
(pi384). However, as they were keen to stress, this does not mean that the prevalence 
of depressive symptoms does not increase with age. They found that the factors 
increasing depression in older adults were the same factors that increased the risk in 
younger adults. Most significantly these were physical health, disability and social 
isolation. Blazer et al., (1991) in a study comparing the ‘young-old’ with the ‘old-old’ 
also found that age related increases in depression disappeared when other risk factors 
were controlled for (in Jorm, 2000). Beekman et al., (1999) also noted that the 
relationship they observed between increasing age and depressive symptoms might 
‘spuriously implicate ageing as a cause of depression’. They noted that the older-old 
were more frequently female, physically ill and bereaved. When their group controlled 
for these variables (Beekman et al, 1997) they found the inverse relationship between 
symptoms and age.
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What is the ‘ageing process’ ?
Studies that statistically control for the effects of bereavement, social isolation, 
physical ill health and disability whilst still looking for age related effects beg the 
question of what is meant by ‘the ageing process’. Roberts et al., (1997) cite 
Lewinsohn, Rhode, Seeket & Fischer (1991). They argued that factors that correlated 
with depression were not part of the ‘ageing pattern’. Their definition of this pattern 
was confined to negative changes in psychophysiology and neuropsychological 
abilities. These changes were not associated with depression.
However, to isolate the ‘ageing process’ completely from a decline in physical health 
and functioning appears somewhat counterintuitive. In particular physical health, age 
and depression can interact in a way which makes the separation of their effects 
difficult and in some ways more may be lost by ignoring their interactive effect.
For example Karel (1997) describes three different possible interactions between 
depression and physical illness. Depression may be linked biochemically to disease 
(e.g. Parkinson’s disease, stroke and vascular disease). It may appear coincidentally 
with physical illness, or more commonly depression may appear as a reaction to the 
impact of physical ill health. Karel (1997) argues that the relative importance of risk 
factors changes across the lifespan. Genetic influences may determine earlier onset, 
whilst physical frailty and neurological disease may favour onset in later life.
Summary - is “depression an inevitable part of the ageing process”?
Despite commonly held stereotypes about the impact of losses on the mental health of 
older adults, current epidemiological studies confirm that the frequency of major 
depression, as operationalised in psychiatric diagnostic criteria, is no higher in healthy 
older adults who live in the community, than it is in younger or middle aged adults. 
(Blazer, 1999). An increase in significant symptoms of depression may accompany 
older age, but is not caused by it - those factors which are increased in later life (i.e. 
physical ill health, social isolation etc) also increase the prevalence of depression in 
younger adults. As such depression cannot be said to be an inevitable part of the 
ageing process. “The risk of focusing on age as a variable in relation to depression is
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to put an overemphasis on the importance of age. Age alone may not have much 
meaning as a variable; instead age may be constructed as a rough marker of certain
physiological, developmental, and social experiences More may be gained from
studying the interaction of age with other important variables relevant to depression” 
(p869, Karel, 1997). However, methodological problems may mean that the true 
prevalence of depression in later life is currently still not clear and may be under 
reported and under diagnosed.
Does depression in older adults require “understanding but not treatment”?
Older adults do not appear to suffer disproportionately from depression when 
compared to younger or middle aged adults. However depression, relative to other 
psychiatric disorders, is the most common mental health problem for older adults 
(Woods, 1999). As will be discussed in the following section, the impact of depression 
in later life is significant. For these reasons there is a strong case that treatment is 
required in addition to understanding. As Butler and Orrell (1998) point out 
depression in older adults is associated with an increase in mortality. This increase is 
independent of the effects of physical illness and suicide (Laidlaw, 2001). Butler and 
Orrell go on to state “for this reason, if for no other, depression in the elderly needs to 
be actively sought out and effectively treated to offer the best outcome” (p3).
Leaving depression untreated can put lives at risk. Suicide rates in older white males 
exceed those in all other demographic groups (Woods, 1999), although the exact 
relationship between age and suicide is complicated by many of the same 
methodological issues that cloud the relationship between depression and age. 
Nevertheless, suicide prevention is as vital for older adults as it is for younger adults. 
As Lindesay (1991) points out “...while no one disputes the need to save young lives, 
it is remarkable how often elderly suicides are explained away as rational 
choices. ...All too often this is the result of ageism and therapeutic nihilism; it should 
be borne in mind that even in the terminally ill elderly, suicidal thought are associated 
with depression and respond to treatment “ (p359).
Another compelling reason to treat depression in older adults is that a co-morbid 
depression may significantly impact on recovery from physical illness (Woods, 1999).
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Depression is associated with a negative effect on well being and daily functioning, 
and an increased risk of functional impairment, mortality and use of services 
(Beekman et al., 1999). This is echoed by Cole, Bellavance and Mansour (1999) who 
report that, “those with depressive symptoms, with or without depressive disorder, 
have poorer functioning than non depressed adults and their functioning is comparable 
to or worse than that of adults with chronic medical conditions such as heart and lung 
disease, arthritis, hypertension and diabetes. In addition to poor functioning, 
depression increases the perception of poor health, the utilization of medical services 
and health care costs” (pi 182). It is important to note that these effects are observed 
even where individuals do not meet the criteria for a diagnosis of major depression 
“these sub clinical experiences remain significant as risk factors for medical, 
functional and health care utilization outcomes” (Karel, 1997).
Despite these findings depression in older adults often remains untreated (Laidlaw, 
2001). Baldwin (1997) quotes Willmuth (1979) to account for this “despite any 
historical evidence that in old age depression is any worse than at any other times of 
life, ageist attitudes fuelled a therapeutic nihilism which persists to this day”. Similar 
arguments are made by others “Reluctance to treat older people with depression stems 
from the fundamental misconception that it is an inevitable consequence of ageing” 
(Katona, 1994). As has been argued in the first section of this essay, depression is not 
an inevitable consequence of old age. Depression is, however, without question a 
treatable condition for many adults, either by medication (see Butler & Pitt, 1998) or 
by psychotherapy, or by using a combination of both (see Woods & Roth, 1996). 
Unfounded assumptions about the inevitability of depression later life can have a 
significant impact on the quality of care provided. They can influence expectations of 
client, therapist and doctor. “Seeing depression as understandable produces (my 
italics) therapeutic nihilism and lowers expectations for treatment success” (p2, 
Laidlaw, 2001). ‘Understanding’ depression (in this sense) in older adults may 
therefore prejudice the likelihood of the older adult recovering from depression.
The treatment of late life depression in primary care
Such assumptions may drive the inequality in access to service and quality of
treatment that depressed older adults often encounter. There is evidence that older
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adults are at a disadvantage for receiving primary care to ameliorate depression. Cole 
et al., (1999) estimate that less than 20% of older adults with depression in community 
or primary health care settings are detected or ‘adequately treated’. Copeland (1999) 
found that only 4% of older adults identified by researchers as having depression were 
receiving treatment for it. Physicians were currently treating 80% of these patients for 
physical illness. After 3 years less than a third had recovered from depression and 
mortality was significantly increased. Crawford, Price, Menenzes and Mann (1998) 
also looked at general practice and found a detection rate of just over 50% of all cases 
of depression by GP’s (although other studies have found that detection rates of 
depression were reasonable amongst GP’s (see Woods & Roth, 1996). Crawford et al., 
(1998) found that even when depression was recognised levels of treatment were very 
low. Most treatment was pharmacological (referral to psychology was particularly 
rare). Orrell, Collins, Shergill and Katona (1995) in a survey of GP prescription 
practices, note that a particularly prevalent problem is the prescription of sub 
therapeutic doses of antidepressants in older adults (in Laidlaw, 2001). Laidlaw 
(2001) discusses some possible reasons for this. For example, Heeren, Derksen,
Hay cop and Van Gent (1997) found that a combination of low expectations of 
treatment success combined with fears over possible side effects led to an increased 
prescription of sub therapeutic doses. Unutzer, Katon, Sulliver and Miranda (1999) 
also found reluctance in older adults to take antidepressants that resulted from a fear 
of addiction and polypharmacological prescription of medications.
Recent National Service Framework guidelines have indicated that depression in 
adults when treated by antidepressants should involve ‘adequate ’ doses, and should 
last for a minimum of six weeks, and probably be required for six months and up to 
two years (Department of Health, 2001).
Laidlaw (2001) notes that even where treatment by antidepressants is low or 
ineffectual, referral for psychotherapeutic input is still low. In the US at least, some of 
the reluctance to refer for psychological intervention may stem from the National 
Institute of Health (NIH) consensus statement on the recommended treatment from 
late life depression (Laidlaw, 2001). This indicated (on the basis of three studies) that 
psychological therapies for depression in later life were only ‘moderately effective’
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and should only be considered after both antidepressants and ECT had been tried 
(Schneider et al., 1994).
Cole et al. (1999) reviewed 12 studies to determine prognosis of late life depression in 
community and primary health care settings. A meta-analysis revealed that at 24 
months 33% of depressed older adults were well, 33% were depressed and 21% had 
died. They concluded that prognosis in these settings was poor, and that depression 
was under detected. This was in contrast to a better outcome for those depressed older 
adults treated in hospital settings (60% well, 12-22% continuously ill after 13-52 
months follow up). Cole et al., (1999) attributed the difference to the low rate of 
detection and treatment in community settings compared with the antidepressant plus 
psychotherapy that hospital patients received.
Psychological interventions for late life depression
Woods and Roth (1996) argue that older adults do not receive equitable access to 
clinical psychology services. Contacts with clinical psychology 1992/3 were taken as 
an index. Less than 10% of initial contacts were aged 65 or over. In fact 16% of the 
total population is comprised of older adults (Department of Health, 1994). Woods 
(1995) suggests that service providers have failed this group of clients, in that older 
adults remain unfamiliar with the range of psychological interventions and may have 
come to expect physical treatments for psychological problems (in Laidlaw, 2001).
The research base for the efficacy of psychological interventions for depression in 
older adults is ‘suggestive rather than definitive’ (Smeyer et al., 1990, in Woods and 
Roth, 1996). Woods and Roth (1996) in their meta analysis of the small number of 
controlled studies available, found that cognitive therapy, behaviour therapy and brief 
psychodynamic therapy were equally effective treatments for depression in later life. 
This lack of ‘modality effect’ has been found in a number of other reviews. Cognitive 
therapists have argued that the meta reviews were over inclusive describing studies as 
cognitive (see Laidlaw 2001 for review of the meta reviews).
Several studies have been carried out to assess the relative efficacy of therapies for 
older versus younger adults with depression. Woods and Roth (1996) conclude that
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therapies developed for use with depressed younger adults are applicable to older 
adults but more time may be needed to produce equivalent results.
In addition the majority of outcome studies have assessed the efficacy of treatments 
delivered to outpatient ‘young-old’ older adults. The efficacy of therapies delivered to 
‘older-older’ adults, or those based in hospital, or those with a co-morbid physical 
illness have not been systematically investigated (Blazer, 1999).
Conclusions
Karel and Hinrichsen (2000) provide a succinct response to the statement “Depression 
is an inevitable part of the ageing process and requires understanding but not 
treatment”. They conclude that “Despite common stereotypes that depression is 
inevitable and unchangeable in old age, depression affects a minority of older adults 
and is generally as responsive to treatment as depression in younger people’” (p707). 
The evidence discussed in this essay provides compelling support for their position. 
Indeed this view is shared by the authors of the recent National Service Framework 
document for mental health in older adults, which is intended to provide the guidelines 
for service provision and current clinical practice in the NHS (Department of Health, 
2001).
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Introduction
People with a wide variety of memory problems that result from many different 
aetiologies, are commonly described as suffering from “amnesia”. The most common 
causes include head injury, stroke, neuronal loss associated with Wemicke- 
Korsakoffs syndrome, dementia, herpes simplex encephalitis, and anoxia (Wilson,
1995). The nature and severity of memory dysfunction following brain injury varies 
enormously. Indeed, it has recently been argued that “the term amnesia is so general 
as to be largely meaningless except as an indication that someone has a faulty 
memory” (Parkin, 2001, p399).
The term ‘pure amnesic syndrome’ is generally reserved for those individuals in 
whom memory deficits occur in the context of an otherwise intact cognitive profile 
(Wilson, 1995). Parkin (1997) describes the following pattern of spared and impaired 
abilities as necessary to fulfil syndrome criteria: 1) an intact short term memory (as 
measured by tasks such as digit span). 2) Intact intellectual functions (as measured by 
Weschler Adult Intelligence Scale (WAIS) for example). 3) Intact procedural memory 
(i.e. skill learning). 4) A severe and permanent anterograde amnesia (an inability to 
learn new information). 5) A variable degree of retrograde amnesia (an inability to 
retrieve information acquired prior to the brain injury).
The focus of this essay is on cognitive remediation techniques that are used in the 
rehabilitation of ‘amnesia’ in its wider sense (memory impairment) rather than the 
‘pure amnesic syndrome’. Essentially this reflects the focus of the rehabilitation 
literature: whilst many of the strategies discussed here are used with patients who 
meet the criteria for the amnesic syndrome, they are also more widely used in the 
rehabilitation of people who may have memory impairments in the context of a 
number of other cognitive deficits. Many studies evaluating the efficacy of cognitive 
rehabilitation techniques, use mixed groups of memory impaired individuals, only a 
proportion of whom may have the ‘pure amnesic syndrome’.
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A related issue, in terms of the focus of this essay and of the rehabilitation literature, is 
that of aetiology. Both the ‘pure amnesic syndrome’ and amnesia as a more general 
term describe a pattern of cognitive deficits that may result from a variety of 
neuropathologies. Indeed there is a vast literature that examines the association of 
specific lesion sites with various patterns of memory loss (see D’Esposito and 
Alexander, 1995, for review). However cognitive approaches to the rehabilitation of 
memory impairments are largely agnostic with respect to aetiology (Wilson, 1995). 
“Most patients are treated on the basis of the severity or the nature of their memory 
deficit, rather than it’s cause” (Wilson, 1987, p227). An exception would be the 
evaluation of memory rehabilitation strategies for people with dementia. This 
literature tends to be far more homogenous with respect to aetiology and will not be 
specifically examined here.
This essay will briefly describe the variety of rehabilitation strategies available for 
people with memory deficits. It will then go on to examine various cognitive 
approaches both in terms of their theoretical rationale and their therapeutic efficacy.
An overview of rehabilitative strategies used in amnesia.
According to Wilson (2000) and Thone (1996) there are essentially two approaches to 
the rehabilitation of cognitive deficits. Restorative models aim to restore function to 
pre-morbid or near pre-morbid levels. Compensation models aim to teach people 
strategies to achieve functional goals by alternative means.
The restitution or restoration of function is the focus of various neurobiological 
models of recovery of function. There are currently a number of candidate processes 
held to be responsible for spontaneous recovery of function, particularly in the early 
period after injury. For example, reduction in diaschisis, axonal regeneration, 
collateral sprouting and denervation supersensitivity (see Thone, 1996). There are 
many functional deficits following brain injury (for example those in language and 
motor function) that appear to benefit from a degree of plasticity, or reorganisation, in 
their neural substrates which can lead to some spontaneous recovery of function. 
However memory deficits, appear to be particularly resistant to spontaneous neural 
recovery (Wilson, 2000).
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In recent years there has been considerable interest in the potential of pharmacological 
interventions for anmesia. These are also based on a restorative approach to 
rehabilitation. This field is in its infancy, and almost entirely limited to the treatment 
of the memory impairments associated with Alzheimer’s disease. There have been 
some potentially encouraging recent results, using certain acetylcholinesterase 
inhibitors (drugs which limit the breakdown of the neurotransmitter acetylecholine in 
the synapse) for example, Scott and Goa (2000). However, most studies suggest that 
improvements in memory function associated with pharmacological interventions tend 
to be neither dramatic nor sustained (see Emre & Hanaoasi, 2000 for review).
More recently there has been a shift away from attempts to restore memory function, 
towards compensatory approaches to the rehabilitation of amnesia (Hunkin & Parkin,
1995). Wilson (2000) states that “... .in the majority of cases of cognitive deficits, 
the move in rehabilitation, if restoration of function is not possible, is towards the 
teaching of compensatory strategies” (p233). Indeed, in memory rehabilitation in 
particular, some authors go further, “efforts to restore memory function are probably 
futile” (D’Esposito & Alexander, 1995, p i54).
Wilson (2000) and Wilson and Watson (1996) have reviewed a number of ways in 
which compensation may be achieved. These include; restructuring environments (for 
example using labels and written reminders. Parkin 1997); what Luria (1963 , cited in 
Wilson, 2000) referred to as ‘functional adaptation’, that is using an intact skill to 
reach a goal in a different way (for example learning to use external memory aids). 
Lastly people can be encouraged to use and develop their residual skills. The 
optimisation of residual skills is primarily associated with cognitive techniques in 
rehabilitation and will be discussed in the next section. The use of external memory 
aids is particularly promoted by Wilson (1991, 1995). A long term follow- up study 
examining the use of compensatory strategies in 38 individuals with memory 
impairments found that external aids, including diaries and electronic reminders such 
as NeuroPage were “ probably the most helpful compensations for the greatest number 
of people and are the most likely to be used in the long term” (Wilson & Watson,
1996). The main aim of these interventions is to provide external cues that not only
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indicate when something needs to be done, but also indicate what it is that needs to be 
done. However it is frequently stressed by authors that the use of memory aids 
requires a considerable level of memory function (e.g. Wilson & Watson, 1996) and 
that many memory impaired individuals have considerable difficulty in learning to use 
them. Indeed teaching someone how to use an external memory aid effectively may 
require a more traditional cognitive approach to learning (see below).
Evaluating cognitive rehabilitation in amnesia
In the following sections, the theoretical rationale for various cognitive rehabilitation 
strategies will be examined. Until recently, there has been relatively little interaction 
between memory theory and memory therapy. As a number of authors point out, basic 
memory research has had little impact on the day to day practice of memory 
remediation in rehabilitation settings (Shallice 2000; Baddeley, 1992; Glisky, Schacter 
& Butters, 1994). It is argued here, that whilst memory rehabilitation will clearly 
proceed within a broad framework, rehabilitation strategies developed on the basis of 
current cognitive models of intact memory function may have a significant role to 
play. As Wilson and Patterson (1990) state “therapy cannot afford to wait for guidance 
from theory. But neither can it afford to ignore possible guidance forthcoming from 
theoretical advances” (p257). One important reason is that whilst effective 
rehabilitation strategies may not have been developed from a strong theoretical basis, 
cognitive theory can potentially provide a framework for understanding why therapy is 
effective (Riddoch & Humphries 1994).
In addition, evidence for the efficacy of cognitive rehabilitation techniques will be 
evaluated. In this essay, the broad criteria used in the evaluation of these techniques 
includes the usual requirement that interventions described as effective, have been 
explicitly compared to an appropriate control (either no intervention, or an alternative 
intervention). In the memory rehabilitation literature, for a variety of reasons 
(including ethical and practical considerations) this tends to be the exception rather 
than the rule. In addition the evaluation of the success of rehabilitation techniques 
demands an examination of the extent to which the results obtained in therapy will 
generalise or transfer. Generalisation can be evaluated across similar stimuli, people, 
behaviours and settings (Wilson, 2000). Finally, where studies have examined this, the
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extent to which the interventions provide improvements that are sustained over a time 
period longer than the actual intervention itself will be commented on
The theoretical basis for and efficacy of cognitive rehabilitation techniques in 
amnesia.
The strategies evaluated below largely concentrate on the rehabilitation of the 
anterograde memory deficit associated with amnesia (i. e. the inability to learn new 
material.) Relatively little systematically work has specifically looked at the 
rehabilitation of retrograde deficits associated with amnesia (i. e. the inability to 
retrieve memories acquired prior to the brain injury (but see Parkin, Hunkin &
Squires, 1998 for an example). Although in theory techniques developed for 
ameliorating anterograde deficits might be applied to the rehabilitation of a retrograde 
amnesia.
Repetitive rehearsal strategies
Early cognitive rehabilitation strategies tended to concentrate on attempts to restore 
memory function. One common approach involved repetitive training drills, during 
which small amounts of to-be-remembered information would be continuously 
presented and tested (e.g. Prigatano, Fordyce, Zeiner, Roueche, Pepping & Wood, 
1984). Whilst these interventions were based to some extent on the observation that . 
rehearsal improves memory in healthy controls, they were more often guided more by 
an underlying assumption that impaired memory function, like a weak muscle, might 
be restored (or strengthened) by simple repetitive training (essentially rote learning). 
These approaches became more popular with the increased availability of personal 
computers, which allowed the development of software packages that greatly 
simplified the administration of these often lengthy procedures (Parkin, 1997).
There is little evidence to support the ‘weak muscle’ analogy as a guiding theoretical 
principle in rehabilitation strategies. Two findings in particular argue against this. For 
example, if repeated and extensive use of memory does lead to a ‘strengthening’ of 
memory function, it might be expected that people in occupations which place a 
relatively high demand on memory (e.g. teaching) ought to have better memories than 
people in occupations which place comparatively low demands on memory (e.g.
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repetitive manual work). In a review of such studies, Salthouse (1991) concluded that 
there is no evidence that this is the case.
A further prediction derived from the analogy, is that interventions designed to 
improve memory should have a greater impact on an impaired memory system than 
on an intact memory system. A healthy memory system is held to be at, or near, 
asymptote (peak) in terms of level of functioning, and any given amount of training 
ought therefore, in comparison, to differentially improve a weaker memory system. In 
the amnesia literature, this is known as the “law of differential effects” (Ellis &
Young, 1996). Whilst there is extensive evidence that memory function decreases 
with age, in a review of studies that provided memory training to both young and 
older adults, Salthouse (1991) found no evidence that training differentially improved 
performance of the older adult group.
The ‘theoretical’ basis of repetitive learning strategies is therefore considered to be 
weak. Studies evaluating the efficacy of such strategies in ameliorating amnesia have 
also found little evidence in its support. Prigatano et al. (1984) put a group of amnesic 
patients through an extensive 6-month remediation programme, which included 
repeated practice on a variety of memory tasks. Although the programme produced 
statistically significant improvements on a number of Weschler Memory Scales 
(WMS) subscales, these were generally only in the order of one point. Schacter and 
Glisky (1986 cited in Parkin & Leng, 1993) point out that this represents an 
improvement rate of 1/625 of an item per hour of practice, and is therefore would not 
be a cost-effective technique in most rehabilitation settings. In addition, there was no 
evidence of transfer of learning. That is, the improvements provided by the 
rehabilitation programme did not extend to other, equivalent items.
A number of reviews have concluded that Prigatano et al.,’s findings are 
representative of results obtained in this field: “The general finding has been that even 
after many hours of practice there is typically little or no benefit” (Leng & Copello, 
1990, p64.) On the occasions that repetitive training does improve performance in 
amnesic patients, the improvements are small, and tend not to generalise to other 
similar materials, tasks or situations (see Thone, 1996; Leng & Copello, 1990). In
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addition, Wilson (2000) makes the point about real world applicability of such 
approaches bluntly: “ The main purpose of cognitive rehabilitation....is not to improve 
test performance.” (my italics). Despite the popularity of computer based memory 
rehabilitation, relatively few studies have systematically assessed its efficacy. In 
review, Middleton, Lambert & Seggar (1991) concluded that “despite the growing 
popularity of computer programs, it remains easier to justify their use on practical 
grounds rather than their proven efficacy” (p530). More recently Glisky (1995) 
concluded “repetitive practice... plays no beneficial role in memory rehabilitation, 
whether the materials are presented in paper-and-pencil format, or on a computer” 
(p562).
Elaborative encoding strategies
There are a number of cognitive rehabilitation techniques whose basic approach is to 
try and ‘embed’ or encode information more firmly in memory (Leng and Copello, 
1990). These include attempting to increase the meaningfulness of material (e.g. the 
‘PQRST’ method), the use of visual imagery and the use of mnemonic strategies.
Such techniques, unlike repetitive training techniques, do not aim to restore lost 
memory function but are examples of compensatory approaches to the rehabilitation 
of amnesia.
One theoretical rationale for elaborative encoding interventions is provided by the 
“levels of processing” framework of intact memory function (Craik & Lockhart 1972). 
In brief, this framework argues that the processing of to-be-remembered information 
begins at a relatively superficial and shallow level (for example, the orthographic 
features of words) and proceeds to deeper and richer levels (for example, word 
meaning). Deeper processing is presumed to lead to memory traces that are more 
durable, and therefore are more likely to be retrieved. Within this framework, the 
fundamental deficit in amnesia is held to be a failure to spontaneously encode 
information at a “deep” or semantic level (Parkin, 1993).
As a theoretical approach ‘levels of processing’ has essentially been abandoned as a 
theory of normal memory. This is primarily due to problems with circularity. That is, 
researchers failed to identify an independent measure of “depth of processing” and as
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a consequence improved memory tended to be taken as evidence that “deep” 
processing had occurred, and the assumed “deep” processing was then used as an 
explanation of the improved memory (Baddeley, 1997). Despite these theoretical 
difficulties, the general finding that more elaborately encoded information tends to be 
better remembered remains a useful “rule of thumb” (Baddeley, 1997). There have 
been a number of demonstrations that manipulations which encourage elaborate or 
more semantic encoding can improve memory in healthy controls in a variety of 
settings, both in the laboratory, and in more everyday situations such as educational 
environments (see Lockhart & Craik, 1990, for a review).
Based on the hypothesis that amnesia may reflect an inability to spontaneously encode 
information at a sufficiently “deep” level, a number of studies attempted to improve 
amnesics’ memory function by manipulations designed to encourage “deeper” 
processing. For example, Cermak and Reale (1978, cited in Baddeley (1997), found 
that deeper processing (making a semantic judgement about to-be-remembered words) 
led to better learning than shallow processing (making a judgement about the physical 
size of the letters a word) in both amnesic individuals and controls. Other studies (e.g. 
Meudell, Mayes & Neary, 1980) found similar results. Although levels of processing 
manipulations led to improvements in amnesics’ performance, a failure to 
spontaneously encode deeply was not held to be a causal factor in amnesia. As 
Baddeley (1997) points out, according to the law of differential effects mentioned 
earlier, if this were the case, levels of processing manipulations should have 
differentially improved performance more the amnesic group relative to controls.
Despite these findings a number of encoding techniques are quite widely used in 
rehabilitation settings. For example, the PQRST method for more effectively encoding 
information is commonly taught. Here information to be recalled is approached in the 
following sequence: P (previewing the material), Q (asking questions), R (reading 
again), S (stating the answers to the questions posed) and T (testing on the answers). 
Wilson (1987) documents several studies where this method outperforms rote learning 
approaches. However both Wilson (1981) and Davidoff and Butters (1984, cited in 
Leng and Copello (1990), found that relative improvements observed in the short term 
were not obtained in longer-term performance (e. g. after 24-hour delay).
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Furthermore, in a follow up study (Wilson, 1991) it was found that subjects who had 
been taught the method did not use it spontaneously.
Another category of elaborative, cognitive remediation strategies are those that 
attempt to increase the use of imagery during encoding. The nmemonic effects of 
imagery have been long knovm and myriad laboratory demonstrations have confirmed 
that the use of imagery can lead to dramatic improvements in recall (see e.g. Bower, 
1972, in Gade, 1994). Paivio (1969) first suggested the theoretical rationale for these 
effects. He assumed that verbal processes and images function as alternative and 
separate coding systems. Imagery is held to improve recall because words encoded 
with imagery are twice encoded. Images evoked at recall can serve as mediators to the 
verbal system, thus increasing the likelihood that the relevant word is retrieved (Gade, 
1994).
There is still considerable debate concerning the theoretical basis of imagery effects 
(e.g. Paivio, 1991), and the dual-coding theory is not universally accepted. However, 
the effects of imagery on recall in healthy subjects are large and well documented, and 
it is therefore unsurprising that therapists have attempted to use imagery to improve 
memory function in amnesic patients.
It has been documented that the ability to form and inspect images is preserved in 
amnesia (Kapur, 1978), and several studies have examined the efficacy of imagery 
techniques in improving memory function in amnesia. However, perhaps surprisingly, 
given the robust findings in healthy subjects, these studies have not been particularly 
convincing. Howes (1983) cited in Gade, 1994, for example, found a significant effect 
of imagery training in a group of Korsakoff amnesics, but the actual size of the effect 
was modest. Baddeley and Warrington (1973) found no evidence that imagery 
techniques improved verbal learning in their group of amnesic patients. It has been 
suggested that imagery techniques are generally most effective in mild or possibly 
moderately impaired amnesia (Glisky, Schacter & Butters, 1994). Gade (1994) 
directly tested this hypothesis, and found differential effects in the predicted direction 
in mildly, moderately and severely amnesic individuals.
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Mnemonic devices, such as the method of loci, and the “one is a bun” peg word 
technique also rely on the use of imagery to enhance memory, others rely on verbal 
associations such as rhymes (thirty days hath September.... or first letters (Every 
Good Boy...). Healthy individuals often use such strategies, particularly when 
studying (Rawles, 1978, cited in Wilson & Watson, 1996). With regard to amnesic 
individuals Wilson (1992) found that they mnemonics offer quicker results than rote 
rehearsal when learning specific new information (a telephone number for example). 
Although again they are rarely used spontaneously by amnesic individuals who 
generally fail to remember to use them (Wilson & Watson, 1996). As with many 
remediative strategies in amnesia, both behavioural and cognitive, it appears that 
success is only observed to the extent that the patient is capable of remembering that 
the strategy is available (Wilson, 2000).
One area in which mnemonic techniques based on imagery are commonly used with 
some success is learning face-name pairings. Memory disordered individuals are often 
greatly frustrated by their failure to learn the names of staff with whom they have 
regular contact (Wilson 1995). A simple face-name technique (i.e. turning a name into 
a picture) has been shown to be effective in a single case study (Wilson, 1981), but 
was not without problems when used by another individual described in Wilson 
(1995).
Like all manipulations designed to encourage elaborative encoding, mnemonic 
strategies often demand a considerable amount of sustained and effortful processing - 
something that can be difficult for many brain-injured people (Parkin, 1997). Another 
frequently offered criticism is that the approaches are of limited practical value. For 
example, as D’Esposito and Alexander (1995) note, it is often simpler to write down a 
list of to be remembered items, than use a peg word nmemonic.
In summary, the theoretical basis for elaborative encoding techniques remains at best 
highly questionable. The efficacy of elaborative encoding strategies is modest in terms 
of effect sizes. Its potential for generalisation severely compromised by the repeated 
observation that amnesic individuals fail to use them spontaneously; either because 
they forget to do so, or because the processing requirements are beyond them in as an
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everyday routine, or because there are easier ways to remember everyday day 
information (e. g. writing the information down).
Preserved learning
A further variety of cognitive rehabilitative techniques involve the development of 
strategies, which aim to build on aspects of memory skills thought to be intact in 
amnesic individuals. Again these approaches are compensatory rather than restorative 
in aim.
Amnesic individuals can demonstrate normal learning in a variety of different settings. 
One early example is provided by Claparade (1911, cited in Baddeley, 1997) who 
described a woman with Korsakoffs’ syndrome who refused to shake hands with him, 
but could not explain why. Claparade had previously concealed a pin in his hand, and 
pricked the woman’s hand the last time he shook it. The woman had no recollection of 
this experience, but had clearly modified her behaviour on the basis of it. Other, more 
recent, examples of preserved learning in amnesia include motor skills such as mirror 
drawing and pursuit rotor performance; and more abstract skills such as problem 
solving and the ability to learn finger mazes (see Squire, Knowlton & Musen, 1993 for 
a review). Patients with amnesia also demonstrate normal semantic and perceptual 
priming phenomena. Finally, previously acquired skills, such as piano playing and 
sight-reading music are often preserved in amnesia (e.g. Wilson & Wearing, 1995).
Memory researchers currently make a distinction between tasks that involve mainly 
“explicit” or “implicit” memory. These terms were introduced by Graf and Schacter 
(1985), and are used to distinguish between tasks which require the conscious 
recollection of a prior episode (explicit) and tasks on which memory is revealed by a 
facilitation of performance in the absence of conscious recollection (implicit). Within 
this framework, amnesic individuals are held to demonstrate normal performance on 
implicit memory tasks, but impaired performance on explicit memory tasks. There is a 
considerable body of evidence demonstrating preserved performance on implicit 
memory tasks in individuals with amnesia (see Parkin 1997 for a review). One topical 
issue within current memory theory concerns the extent to which performance on such 
tasks can be said to reflect the operation of implicit memory alone. Doubts have been
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raised concerning the potential contribution of explicit memory processes to 
performance on tasks held to be ‘implicit’ (Parkin, 1997).
The demonstration of preserved implicit memory in amnesia led to the development of 
a number of cognitive rehabilitation strategies designed to exploit these intact abilities. 
One of the first attempts to use implicit learning techniques in the rehabilitation of 
amnesia was reported by Glisky, Schacter and Tulving (1986). They used the method 
‘vanishing cues’ to teach computing related terminology, and skills, to amnesic 
individuals. On every learning trail, people are provided with sufficient cue 
information, in the form of the initial letters of the to-be-remembered word, in order to 
elicit a correct response. As many letters of the word as are needed are given in order 
to make a correct response. On subsequent trials, letters are gradually withdrawn until 
the answers are produced without letter cues. The results were encouraging, but the 
rate of learning was slow and the results achieved were ‘hyperspecific’. That is, they 
did not generalise well to other similar material (Baddely, 1992).
Since this original study, the method of vanishing cues has been used successfully to 
teach a variety of skills and information to people with memory impairments. These 
include face-name associations (Thone & Glisky, 1995), novel concepts (Van der 
Linden, Meulemans & Lorrain, 1994) and a schedule of daily activities (Heinrichs, 
Levitt, Arthurs, Gallardo, Hirscheimer et ah, 1992). Glisky and colleagues also 
extended the technique to teach a variety of more complex computer skills to 
individuals with amnesia (see Glisky, Schacter & Butters, 1994, for a review).
Learning with the vanishing cues technique tended to be slow in these studies, and the 
degree of transfer variable.
Hunkin and Parkin (1995) noted that, with the exception of the original Glisky et al. 
study, the method of vanishing cues had not been directly compared with alternative 
learning strategies. In order to address this, Hunkin and Parkin (1995) compared the 
efficacy of vanishing cues (VC) with a “standard anticipation” (SA) method of 
learning computer related words in a group of memory impaired individuals. In the 
first seven of twelve learning trials they in fact found SA to be superior to the VC 
method. However when rate of learning was examined over all twelve trials there was
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no significant difference between techniques. On the basis of this study, the method of 
vanishing cues cannot be said to offer a significant therapeutic advantage over a 
standard rote learning approach. In addition Hunkin and Parkin (1995) argue that 
implicit memory may be of little use when performance is assessed on explicit 
memory tasks.
Another technique, which aims to capitalise on preserved implicit memory in amnesia, 
is errorless learning. Errorless learning techniques, as their name suggests, promote 
learning in a way that prevents the learner from making errors whilst learning new 
material. Implicit memory, it is argued, will simply lead to the production of a 
dominant (but not necessarily correct) response. Baddeley and Wilson (1994) argue 
that one of the crucial features of explicit memory is that it allows errors that occur 
during learning to be explicitly remembered and therefore not repeated subsequently. 
In the absence of a fully functional explicit memory system (as is held to be the case 
in amnesia) errors are more likely to be repeated rather than corrected. Amnesic 
individuals who may be relying on their relatively preserved implicit memory, are 
therefore particularly likely to be unable to eliminate errors once they have been 
produced. Thus they may be particularly likely benefit from a learning technique 
which prevents errors from occurring in the first place.
Although the method of vanishing cues can minimise errors, it does not eliminate 
them completely. Baddeley (1992) argues that this may be one reason why the 
technique has not had the impact on memory rehabilitation expected following the 
initial successes of Glisky et al. (1986).
Wilson, Baddeley, Evans and Shiel (1994) first systematically applied errorless 
learning techniques to the rehabilitation of memory. They compared errorless to 
errorful learning in a number of different settings. In their first experiment, a group of 
memory impaired individuals were compared to both a young, and older adult control 
group. All three groups showed better retention with the errorless procedure compared 
to the errorful procedure, although the controls were essentially at ceiling. The 
performance of the amnesic individuals was improved by the errorless procedure 
significantly more than the other groups (thus obeying the law of differential effects).
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The remaining experiments consisted of a series of case studies, in which the authors 
demonstrated an advantage of errorless over errorful learning in the teaching object 
names, the programming of an electronic memory aid, name learning, learning staff 
names and orientation, and learning items of general knowledge.
Subsequent research has confirmed that errorless learning can be an effective 
technique in teaching individuals with amnesia novel associations (Squires, Hunkin & 
Parkin, 1997), face-name pairings (Kalla, Downes & van den Broek, 2001) and word- 
processing skills (Hunkin, Squires, Aldrich & Parkin, 1998).
Although it was initially suggested that the theoretical basis for the efficacy of 
errorless learning is the hypothesised preserved implicit memory in amnesia, this view 
has been challenged (Hunkin, Squires, Parkin & Tidy, 1998). These authors argue 
that errorless learning benefits are in fact, the result of effects of residual explicit 
learning ability, not preserved implicit ability. As has been mentioned before ‘pure’ 
memory tasks (i.e. those which entirely dissociate implicit from explicit memory) are 
unlikely to exist.
In a recent extension of their initial work, Wilson and colleagues (Evans, Wilson, 
Schuri, Andrade, Baddeley et al, 2000) have argued that errorless learning only 
demonstrates an advantage over “trial and error” techniques on tasks, which by their 
nature, facilitate the retrieval of implicit memory (such as learning names from a first 
letter cue). It remains problematic for individuals with amnesia to use information that 
has been learned implicitly in more general settings.
Despite recent controversy surrounding the underlying mechanism, errorless learning 
has been shown to be a potentially effective technique that has practical implications 
for rehabilitation. The method of vanishing cues may also be effective if employed in 
such a way as to eliminate errors during the learning period. Once again though the 
traditional problems with hyperspecificity, or lack of transfer of results remain.
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Conclusions
As Parkin (1997) concludes, the achievements of memory therapies in general are 
‘modest’. More recent cognitive rehabilitation techniques such as errorless learning 
are promising, particularly when examined alongside repetition training and 
elaborative encoding techniques. In current practical terms, the impact of cognitive 
techniques is probably still minimal when compared to the use of external memory 
aids and environmental restructuring. However, for all of these approaches the 
problem of generalisation remains a significant obstacle to the efficacy of 
rehabilitation techniques. Wilson (2000) and Thone (1996) both insist that the issue of 
generalisation needs to be explicitly addressed in each individual rehabilitation 
programme. Despite this, the importance of achieving small, localised goals for 
amnesic individuals should not be underestimated. Both Parkin (1997) and Wilson 
(1995) point to the significance that relatively modest successes, such as learning 
one’s therapist’s name, can have for individuals. Effective rehabilitation packages will 
include a range of cognitive and behavioural compensatory techniques. In addition, 
the established efficacy of memory groups, in reducing the clinical levels of anxiety 
and depression that can accompany memory impairment make them an important 
resource.
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Introduction to the Clinical Dossier
The clinical dossier contains summaries of the clinical experience gained over the 
course of the four core placements and two specialist placements, and summaries of 
the five case reports submitted. Full versions of the case reports and all documentation 
relevant to the placements (contracts, correspondence, log books and evaluations) can 
be found in volume II of this portfolio. Due to the confidential nature of the material 
contained in this volume, it is held in the Department of Psychology of the University 
of Surrey.
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Summaries of clinical experience during training
Adult Mental Health -  Core placement 
People with Learning Disabilities -  Core placement 
Child and Young People -  Core placement 
Older People -  Core placement 
Neuropsychological Assessment -  Specialist placement 
Neuropsychological Rehabilitation -  Specialist placement
Psych. D Clinical Psychology 
October 1992 -  January 2002. March 2003 - September 2003
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ADULT MENTAL HEALTH PLACEMENT SUMMARY 
Dates: October 1999-March 2000
Supervisor: John Le Lievre (Dr Roberta Fry)
Trust: Worthing Priority Care NHS Trust
Base: Liverpool Gardens, Worthing, West Sussex
Presenting Problems: Depression, Low self esteem. Social anxiety. Panic disorder. 
Panic disorder with agoraphobia. Spider phobia, PTSD, Bulimia, post surgical 
cognitive deficit.
Assessments: Assessment for treatment interviews with client, BDI-II, BAI-II, Panic 
Rating Scale, Thought Records, Core Belief records and rating scales. Activity 
schedules, Self esteem questionnaire. Impact of Events Scale, Trauma Attitudes and 
Beliefs Scale, Food diaries. Bulimic Investigatory Test (Edinburgh). WAIS-III (UK), 
AMIPB,NARTII.
Interventions: A cognitive-behavioural model was used in all interventions with 
clients. This included schema focused work. Joint work was carried out with the 
supervisor in the running and evaluation of a CBT group for anxiety.
PEOPLE WITH LEARNING DISABILITIES PLACEMENT SUMMARY 
Dates: April 2000 -  September 2000
Supervisor: Dr Adrian Whittington
Trust: Worthing Priority Care NHS Trust
Base: St Georges Road, Worthing, West Sussex
Presenting Problems: Eligibility for service. Transition to independent living. 
Agoraphobia, Specific phobia. Bereavement, Depression, Low self esteem. Memory 
problems. Challenging behaviour.
Assessments: Assessment for treatment interviews with clients, relatives and staff. 
WAIS-III (UK), WMS-III (UK), HADS, BAI-II, behavioural diaries, Staff monitoring 
forms. Became familiar with: Halo and Vineland.
Interventions: Systemic, narrative, behavioural and cognitive behavioural models 
were used in interventions. Joint work was carried out with day centre staff in the 
running of a psycho-educational ‘feelings’ group. The development and evaluation of 
the group was carried out with the supervisor.
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CHILD AND YOUNG PEOPLE PLACEMENT SUMMARY 
Dates: October 2000-M arch 2001
Supervisor: Nick Kirby-Tumer 
Trust: Mid Sussex NHS Trust
Base: Princess Royal Hospital, Haywards Heath, West Sussex.
Presenting Problems: Behavioural difficulties. Emotional difficulties. Anorexia, 
Anxiety, OCD, Encoparesis, ADHD, Conduct disorder
Assessments: Assessment for treatment interviews with clients, relatives and staff (in 
patient adolescent unit). EDI-2, GAD scale, panic rating scale. Child Behaviour 
Checklist, Behavioural diaries MOCI, GDI, WIPPSI, WISC- III. Became familiar with 
WORD, WOLD, WRAT, BAS.
Interventions: Systemic, cognitive behavioural and behavioural models were used in 
interventions with clients. Joint work was carried out with supervisor, another clinical 
psychologist and clinical nurse specialist in family therapy. Child protection work, 
which included liaison with the Police and Social Services, was carried out.
OLDER PEOPLE PLACEMENT SUMMARY 
Dates: April 2001 -  September 2001
Supervisor: Professor Simon Thompson
Trust: Sussex Weald and Downs NHS Trust
Base: Harold Kidd Unit, Chichester West Sussex
Presenting Problems: Substance misuse. Depression, Anxiety, Cognitive 
decline/impairment. Schizophrenia, PTSD, Anger management. Personality disorder. 
Assessments: Assessment for treatment interviews with clients, relatives and staff. 
WMS-III (UK), RMT, Word Fluency, NART II, MEAMS, VOSP, Boston Naming 
Test, BDI-II, HADS, Behavioural diaries. Fear hierachies. Impact of Events Scale. 
Became familiar with Dementia Rating Scales, Mini Mental State Examination. 
Interventions: Cognitive behavioural and behavioural models were used in 
interventions with clients. A number of psychometric assessments were carried out 
which resulted in discussion of a possible diagnosis of dementia with clients and their 
families.
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NEUROPSYCHOLOGICAL ASSESSMENT PLACEMENT SUMMARY 
Dates: October 2001 -  January 2002. Placement completed - March 2003
Supervisor: Dr Veronica Bradley
Trust: Mid Sussex NHS Trust
Base: Hurstwood Park Neurological Centre, Haywards Heath, West Sussex
Presenting Problems: Parkinson’s disease. Head injury. Cardiovascular disease 
Substance misuse. Epilepsy, Episodic speech problems, DAT, Pick’s disease. 
Hydrocephalus, ACOAA, Metabolic disorder. Anxiety, Atypical depression and 
Schizophrenia.
Assessments: Clinical Interview, WAIS-III (UK), WMS- III (UK), NART-II,
AMIPB, RMT, CAMDEN, Doors and People, GNT, BNT, Fluency, Pyramids and 
Palm Trees, VOSP, Benton Recognition Test, BADS, Brixton, Hayling, Trail Making 
Test.
Interventions: The placement provided a wide range of opportunities to develop 
skills in differential diagnosis. Intervention work was carried out used a cognitive 
behavioural model with functional aspects of cognitive impairment. Cognitive and 
behavioural techniques were used for rehabilitation.
NEUROPSYCHOLOGICAL REHABILITATION PLACEMENT SUMMARY 
Dates: April 2003 September 2003
Supervisor: Dr Veronica Bradley (Dr Stuart Anderson, Dr Catharine Pedroza)
Trust: West Sussex Health and Social Care NHS Trust
Base: Hurstwood Park Neurological Centre, Haywards Heath, West Sussex
Presenting Problems: MS, AS, Vascular dementia. Head injury. Vascular disease. 
Space occupying lesion, RA, Pick’s disease Neuroleptic malignant syndrome. 
Assessments: Assessment for treatment interviews with clients, relatives and staff. 
Psychometric tests as above, plus Boston Aphasia Battery, DKEFFS, CVLT, Hopkins 
VLT. Motor programming tasks, WRAT.
Interventions: The placement was deigned to provide experience of rehabilitation in 
inpatient and community settings. Intervention work was carried out using a cognitive 
model to address aspects of disability. Cognitive and behavioural techniques were 
used for rehabilitation. There was an opportunity to develop, run and evaluate a 
memory rehabilitation group in an inpatient setting.
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Summaries of case reports completed during training
Adult Mental Health 
People with Learning Disabilities 
Child and Young People 
Older people 
Neuropsychological Assessment -  Specialist 
References to the Summaries of Case Reports
Psych D Clinical Psychology 
October 1999 —January 2002. March 2003 - September 2003.
Please note that all identifying details in this section have been changed to preserve anonymity
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ADULT MENTAL HEALTH CASE REPORT SUMMARY 
THE ASSESSMENT AND TREATMENT OF PANIC DISORDER WITH 
AGORAPHOBIA: A COGNITIVE BEHAVIOURAL APPROACH 
Presenting Problem
This 45 year-old woman was referred to the clinical psychology service by her GP for 
help with a recent history of anxiety that prevented her hrom working. The client 
reported a five-month history of panic symptoms (palpitations, tightness in her chest, 
shortness of breath, dizziness and extreme fear) with marked anticipatory anxiety 
between attacks and a degree of avoidant behaviour. She avoided situations where she 
would be on her own (work and driving) and situations where an escape route would 
be blocked (crowded shops). She also reported that her mood was low as a result of 
the negative impact that her anxiety symptoms were having on her life.
Assessment Procedure
1. The assessment for treatment interview was guided by the recommendations of 
Clark (1989) for clients with evidence of panic disorder and DSM-IV (APA, 
1994) diagnostic criteria for Panic Disorder with Agoraphobia.
2. Psychometric Tests: Sessional monitoring of anxiety level and mood was 
carried out using the Beck Anxiety/Depression Inventories (BAI-II, BDI-II)
3. Specific target measures: Sessional use of the Panic Rating Scale (PRS) 
tracked the number of weekly panic attacks, avoidant behaviours, the use of 
safety behaviours and the range of catastrophic misinterpretations (Wells, 
1997). Thought records and positive data logs were also kept. (Padesky, 1994).
Formulation
The client was retrospectively judged to have met the DSM-IV (APA, 1994) criteria 
for panic disorder with agoraphobia (see Appendix C). Her depressive symptoms 
were, provisionally, judged to be secondary to this complaint. A cognitive behavioural 
approach guided formulation. Two initial formulations were developed in 
collaboration with the client. The first used a specific cognitive model of panic 
disorder (Clark 1986). This states that panic occurs where bodily or mental events are
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misinterpreted as ‘catastrophic’ signals of imminent danger. Initial events are 
construed as threatening. This interpretation produces anxiety, which results in the 
bodily sensations normally produced as an anxiety response. If these sensations are 
interpreted in a catastrophic fashion then anxiety increases. This in turn leads to an 
increase in the sensations experienced. The cycle eventually results in a panic attack. 
Maintenance is driven by hypervigilence (for bodily sensations) and avoidance (or 
safety behaviours).
Her symptoms and history were also formulated within a general cognitive model of 
anxiety (Beck, Emery and Greenberg, 1985). This allows an examination of 
vulnerability factors (her core beliefs and assumptions). It was planned that initial 
work on the elimination of panic symptoms would utilise the panic cycle formulation. 
If the panic attacks were successfully reduced then therapy might address her 
vulnerability to anxiety symptoms. This approach is recommended by Wells (1997).
Intervention
Therapeutic goals were agreed with the client. Initial sessions were aimed at cognitive 
and behavioural reattribution of the bodily and mental sensations that were the basis 
of her catastrophic misinterpretations. The techniques used included a body focus 
task, a variety of verbal reattribution techniques and behavioural experiments to 
demonstrate that the use of safety behaviours may exacerbate symptoms rather than 
attenuate them. In addition the client carried out graded exposure to feared situations 
as homework. Treatment was then reviewed. The client was free from full-blown 
panic attacks by session four. However whilst her catastrophic misinterpretations 
appeared to be disconfirmed fairly rapidly, they were quickly replaced by others. It 
was hypothesised that she was unable to incorporate these individual disconfirmations 
into a wider framework (i.e. her cognitive schema or core beliefs) (Beck, Emery and 
Greenburg, 1985) As a result disconfirmed fears were always replaced by a new set.
It was decided to reformulate within Beck’s model in order to begin some schema- 
focused interventions. Work on her avoidances also continued and a particular focus 
was on being alone. This was preventing her return to work, which she felt was 
contributing significantly to her level of depression. Reformulation was carried out 
collaboratively with the client. The ‘vertical arrow’ technique was used to identify 
core beliefs and assumptions. Schema focused work essentially involves weakening
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maladaptive schemas (core beliefs) and constructing new, more adaptive ones 
(Padesky, 1994). Continuum work and positive data logs were carried out. Relapse 
prevention was addressed in the final sessions where a therapeutic blueprint was 
drawn up.
Outcome
Client’s therapeutic goals
A reduction in panic attacks - She was panic free by session four and had maintained 
this
To be better able to cope with panic attacks - Her therapy blueprint indicated that she 
had learnt a variety of techniques that cognitive behavioural theory would predict 
should be of use if panic symptoms should return.
To return to work - She had returned to work.
Theory driven goals 'The central aim o f cognitive therapy for panic disorder is the 
reduction o f belief in misinterpretation, and the elimination o f avoidance ’ (Wells,
1997p 113)
An examination of the Panic Rating Scales showed that the client no longer believed 
her symptoms were a sign of an imminent heart attack, stroke, suffocation or madness. 
She no longer avoided shopping, going out by herself, or being on her own at home. 
She was able to drive moderate distances by herself, but still found longer journeys 
difficult. She had yet to test whether she could be on her own for long periods at work.
Psvchometric measures
Her scores on the Beck Depression Inventory showed a decline in overall level of 
depression from ‘severely depressed range’ to ‘minimal’. On the Beck Anxiety 
Inventory her score moved from the mild/moderate range to the normal range 
The client was discharged after 12 weekly sessions and told that she could return to 
the service for a follow up appointment at any time over the next six months.
125
Summaries of Case Reports Completed During Training
PEOPLE WITH LEARNING DISABILITIES CASE REPORT SUMMARY
A REFERRAL FOR GRIEF THERAPY: ASSESSMENT AND 
INTERVENTION WITH A PERSON WITH MILD/MODERATE LEARNING
DISABILITIES
Presenting Problem
B was a 34 year-old man with mild/moderate learning disabilities. B’s mother died 
after a long illness. B was already on the psychology waiting list for help with issues 
of anger and loss. On the day that his mother died, his carer and key worker both rang 
the Community Team for People with Learning Disabilities requesting immediate 
‘grief therapy’ for B and advice on how to ‘manage’ him.
Assessment Procedure
1. B had been referred twice before to the CTPLD. Information regarding B’s history 
was gathered from his file.
2. The decision was made to offer system consultation to B and his referring team 
(carer, training centre key worker, and social worker). A number of factors influenced 
this decision. Firstly the rationale for the use of a system consultation model 
(Partridge, Bennett, Webster & Ekdawi, 1995) is particularly appropriate for a client 
with learning disabilities. Many people with learning disabilities have comparatively 
little control or influence over events in their lives. Most of the influence lies with 
carers, family and the professional systems surrounding them. Some of the difficulties 
involved in referrals can be located within the system that surrounds the person. 
Secondly, there is a growing literature that promotes the idea that the responses and 
attitudes of staff and carers are crucial to the course of bereavement for a person with 
learning difficulties (Cathcart, 1995; Oswin,1992; Conboy Hill, 1992). In this case the 
attitudes and personal experiences of B’s team to bereavement were unknown, and as 
such were an important goal for assessment. Lastly if individual therapy with a 
psychologist was a recommended intervention for B, his learning disability suggests 
that he would need the support of his team in maintaining therapeutic benefit between 
sessions (Stenfert Kroese, Dagnan & Loumides,1997)
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3. Individual assessment work with B was carried out after the system consultation 
meeting. This work was structured around the four ‘tasks of mourning’ that Worden 
(1983) suggests might be accomplished during the process of grieving.
Formulation
Initially the theoretical framework for formulation was Worden’s model of 
bereavement. This basic formulation was then embedded within a systemic approach 
in terms of the role of B’s team’s reaction to his grief. According to Worden’s model 
B was still in the very early part of grieving process. So far B appeared to be grieving 
entirely ‘normally’ and was engaged with all four tasks of mourning outlined by 
Worden. B had suffered a range of other losses in his life (his father, his home, his 
‘freedom’ his role as a carer to his mother). These losses continued to cause him 
significant sorrow. B was also anticipating future losses (his carer was due to retire). 
The framework of narrative therapy was also used where feeding back to B’s team 
about his grief would help to enrich their description of his bereavement as necessarily 
problematic.
Intervention
Intervention in individual sessions with B
A large part of the individual sessions involved discussions with B about his 
relationship with his mother, events surrounding her illness and death, B’s thoughts 
and feelings about these things. These discussions formed part of the intervention that 
Worden recommends for supporting the recently bereaved. Elements from an 
approach to bereavement described by Conboy-Hill (1992) were used. This approach 
was developed for people with learning disabilities and is based on their specific 
needs. We used photographs to facilitate discussion and put together a photograph 
album to describe B’s life. We spent some time talking about B’s father. We explored 
both B’s positive and negative feelings towards his mother. We made use of the 
‘empty chair’ technique to discover what B’s mother might think about all that had 
happened to him since her death and to see what advice she might have for him. A 
considerable amount of time was spent normalizing and legitimising B’s thoughts and 
feelings.
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Intervention with the system
The results of the individual assessment were fed back to B’s team. The primary goal 
of this intervention was to enrich current descriptions of B’s bereavement. These 
‘richer’ descriptions were used generate and agree options for future action. The basic 
recommendation was that at the moment B did not require specialist one to one grief 
therapy. In addition the daily reactions of others to B’s grief were crucial. B was asked 
participate in a ‘feelings’ group, run by another psychologist. This group explores the 
feelings that go with change (moving house, people getting ill and dying). It suggests 
strategies for dealing with strong emotions. B’s future needed to be planned for. B had 
no idea where he would be living in three years time. The immediate task was not to 
identify where he would live but to explore options with him and involve him in the 
decision making process. People (including B) were encouraged to come back for 
further input if they needed it. Emotional and behavioural indications for people to 
come back to the psychology team were identified.
Outcome
B’s team expressed relief that B was grieving in a way that was not necessarily cause 
for serious concern. They were all keen to say how ‘well’ B been doing since the last 
consultation meeting. His carer reported that she felt the sessions with the trainee had 
led to B wanting to talk about his mother more with them. Fears of the key worker that 
the sessions with the trainee would ‘open up a can of worms which we will be left to 
deal with’ had not materialized. B said that it was upsetting to talk about but that he 
felt better when he had ‘got it off my chest’ People were in agreement that B did not 
require individual long term psychotherapy. B would have one hour of protected time 
(at the day centre) to discuss whatever he wanted. B could choose who he spoke to. 
Various outcome measures were considered. As Hollins and Esterhauzen (1997) point 
out existing grief questionnaires are not ideal for people with learning disabilities. It 
was decided simply to ask people to keep a record of whether B had used his hour of 
protected time. Concerns were raised that asking people to detail the content of the 
sessions might lead to the distortion of the content of the session away from B’s 
concerns and towards what other people thought would help. The ‘feelings’ group that 
B would attend employs the Hospital Depression and Anxiety Scale as an outcome 
measure. The date for a follow up consultation meeting was set.
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CHILD AND YOUNG PEOPLE CASE REPORT SUMMARY
THE EXTENDED ASSESSMENT OF AN ADOLESCENT DIAGNOSED WITH 
ANOREXIA NERVOSA AND REFERRED FOR ANXIETY SYMPTOMS:
ISSUES IN FORMULATION
Presenting Problem
Sara was al7 year-old who had been admitted to an adolescent inpatient unit three 
months prior to the referral to the Clinical Psychology department. She had a 
diagnosis of anorexia nervosa, although her ‘atypicality’ with respect to this diagnosis 
was noted. Whilst on the unit she had experienced an episode of acute anxiety. The 
(verbal) referral (from her consultant psychiatrist) requested psychological input for 
anxiety symptoms.
Initial Assessment Procedure
1. Information to inform the assessment was gathered from a number of sources that 
included the psychiatric assessment for admission to unit and assessments and notes 
from previous referral to Clinical Psychology.
2. It was decided to assess Sara’s anxiety problems in order to support a cognitive- 
behavioural formulation of these issues. The following factors motivated this decision: 
Sara stated that she would like to learn some techniques for managing her anxiety. She 
had found the CBT approach she had used before useful. The current evidence base 
for effective interventions for anxiety problems in children and adolescents is limited. 
However, CBT in an individual child treatment format has been deemed ‘probably 
efficacious’ as an intervention approach by an APA task force. With adults, cognitive 
theories of anxiety have received some empirical support (Wells, 1997). Given her 
age, this approach was considered appropriate. A number of cognitive behavioural 
techniques were used to elicit information for the following formulation (Wells,
1997).
Formulation
A cognitive behavioural approach to anxiety argues that the misinterpretation of 
stimuli as threatening, combined with a perceived inability to cope with that threat, 
leads to symptoms of anxiety and avoidance of the feared stimuli. Such avoidant
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behaviour maintains the misinterpretation of stimuli and leads to further physiological 
arousal. (Beck, Emery and Greenberg, 1985) At this stage Sara’s anxiety symptoms 
were regarded as co-morbid with her anorexia. Their interaction was not considered in 
any detail. Sara did not meet the criteria for any DSM-IV anxiety syndromes. Her 
initial formulation centred around her fear of losing control of herself. Early 
experiences were held to have led to a core belief that if she lost control she 
disappointed people. Her assumption was that if she remained in control and did 
things perfectly then she would not disappoint. Her current anxiety symptoms were 
triggered by a period of physical illness (on the unit) where she felt she might lose 
control.
Intervention
Sara ‘s psychiatrist decided that her rapid, uninterrupted weight gain allowed her to go 
home with weekly outpatient appointments. She would also receive weekly input from 
psychology. The focus of these sessions would be to equip Sara with a range of 
techniques to help with her anxiety. However, once discharged Sara immediately 
started to lose weight. This led family and professionals to ask Sara to explain this.
The threat of readmission was explicitly used. Sara was bewildered and distressed by 
her weight loss. There were two planned intervention sessions during which it became 
apparent that the focus of the sessions needed to change. Her overriding concerns 
were her difficulties around eating. A (joint) decision was made to explore this. The 
aim would be an extended assessment, reformulation and recommendations for future 
work.
Revised Assessment Procedure
The aim of further assessment was to develop a detailed psychological formulation to 
encompass Sara’s range of difficulties. Initially her diagnosis of anorexia was 
examined to attempt to establish the nature of her ‘atypicality’. Secondly cognitive 
behavioural techniques were to be used to assess her thoughts and behaviours around 
eating and their interaction with her anxiety symptoms.
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Reformulation (s)
Sara’s weight loss and her primary amenorrhoea clearly met two of the DSM-IV 
criteria (A and D). The evidence that she met Criteria B, (intense fear of gaining 
weight/becoming fat even though underweight) and C, (disturbance in body image, 
undue influence of body weight/shape on self evaluation, or denial of the seriousness 
of the current low body weight), was equivocal. This was confirmed by psychometric 
evaluation (EDI-II). On only one of the eight subscales (maturity fears) was her score 
high enough to fall outside of the ‘normal’ range (Gamer 1990). Two reformulations 
were considered.
1. Another category of eating disorder was considered. Food Avoidance Emotional 
Disorder (Figgs, Goodyear and Birch, 1989 cited in Lask and Bryant-Waugh 2000) 
describes children who have a ‘primary emotional disorder where food avoidance was 
a prominent feature’. Such children do not fully meet criteria for anorexia nervosa, but 
present with weight loss and food avoidance. They do not have the same central 
concern with weight and shape and do not show evidence of a body image 
disturbance. Sufferers show mood disturbance (including anxiety, or phobia’s 
especially for specific foods) combined with weight loss and ‘determined food 
avoidance’. This was consistent with Sara’s marked avoidance and fear of fat in foods 
but not other ‘fattening foods’ such as sugar or carbohydrates.
2. Although Sara could be said not to meet certain diagnostic criteria for anorexia 
there were still aspects of her presentation that are strongly associated with this 
disorder (perfectionist traits, maturity fears and need for control) A new cognitive 
model for anorexia nervosa (Fairbum, Schaffan & Cooper, 1999) challenges the 
primacy of ‘overvalued ideas about the personal implications of shape and weight’ 
(p2) and instead has the need for control as responsible for the development and 
maintenance of anorexia. If weight and shape concerns are not considered cardinal for 
the development of anorexia then Sara’s presentation can also be formulated within 
this cognitive behavioural model of anorexia.
Outcome
Sara maintained her weight and an inpatient admission was not required. Sara was 
referred to the trainee’s supervisor to continue psychological work. The 
reformulations suggested here were presented in her case review.
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OLDER PEOPLE CASE REPORT SUMMARY
ASSESSMENT AND INTERVENTION WITH AN OLDER ADULT WITH 
DEPRESSION, ANXIETY AND PROBLEMS WITH ALCOHOL
Presenting problem
Mrs A was 81 years old. She was referred from the drug and alcohol team. After many 
years without an alcohol free day, Mrs A had abruptly discontinued drinking alcohol. 
This had been against professional advice that she be admitted to an inpatient unit to 
undergo supervised detoxification. At the time of the referral Mrs A had been 
abstinent from alcohol for four weeks. Mrs A continued to see a CPN from the drug 
and alcohol services. Mrs A was referred to address her long-standing history of 
depression and anxiety. She was also reporting problems with her memory.
Assessment Procedure
Information to inform the assessment was gathered from a number of sources 
including: - consultations with the GP, the counselling psychologist and the 
community psychiatric nurse (CPN) from the drug and alcohol team/A meeting with 
the client’s daughter, consented to by the client/ Clinical interview.
1. Mood - her low mood was explored using the BDI-II. This placed her in the 
‘moderately depressed’ range. Consultation with the CP and CPN confirmed that they 
did not feel that she was at risk of deliberate self-harm. This was confirmed by the 
client.
2. Anxietv - An examination of DSM-IV criteria indicated that she could not be 
considered to meet the criteria for panic attack, and that her level of worry would not 
indicate a diagnosis of generalised anxiety disorder (APA, 1994; Wells 1997).
3. Alcohol - Mrs A reported that her long-term goal was to be able to drink alcohol in 
a controlled fashion. She had been advised by drug and alcohol services that research 
had shown that controlled drinking was contraindicated in a person of her 
circumstances. That is an older adult, with little daytime occupation and a lack of 
significant social support.
4.Memory - Both Mrs A and her GP reported concerns around her mnemonic 
functioning. These may have resulted from normal age related memory loss or the
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level of her depression. The WMS-III (UK) was administered to explore her level of 
difficulty and the likelihood of organic pathology. No significant impairment was 
found.
Formulation
It was decided to prioritise Mrs A’s symptoms of depression as the main focus of 
formulation and intervention. There were a number of reasons for this. Her problems 
with alcohol were still being addressed by the CPN (drug and alcohol services). Mrs A 
had contracted to try a controlled drinking plan that limited her alcohol consumption 
to 14 units per week. Mrs A herself prioritised her feelings of tiredness, low 
motivation and anhedonia as the focus of intervention. The theoretical framework for 
formulation was CBT. There are a number of different cognitive behavioural 
formulations of depression. However the approach developed by Beck and colleagues 
underpins much recent theorising. Beck’s model gives distorted thought processes 
responsibility for the maintenance of emotional disorders. In depression, a ‘cognitive 
triad’ of negative thoughts, concerning the self, current experience and the future are 
held to operate at two different levels (schema’s and NAT’s ) to maintain depressive 
symptomatology. Recent work in the application of this model to an older adult 
population has suggested that it can be used without major adjustments with this client 
group (see Koder, Broadaty & Ansty, 1996 and Laidlaw 2001 for discussion).
Intervention
It was noted that the demands that an active, collaborative CBT approach would ask 
might exceed Mrs A’s current capabilities. An initial contract for six sessions was 
made. This work aimed essentially to follow the approach articulated by Hawton, 
Salkovskis, Kirk and Church (1989) and Beck (1995) in their treatment manuals. 
However whilst Mrs A attended therapy regularly and a warm empathie relationship 
was established, problems in establishing an active an collaborative relationship 
emerged early on and continued throughout the intervention sessions. In addition Mrs 
A began to increase her alcohol intake beyond 14 units of alcohol per week. Whilst 
some session time remained devoted to an examination of her depressive symptoms, 
later sessions were increasingly taken up with exploring her alcohol intake and 
carrying out some basic motivational interviewing (Prochaska & DiClemente, 1984)
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in order to keep her to her plan to drink in a controlled fashion. However her alcohol 
intake continued to rise beyond the agreed 14 units. The psychology service for older 
adults required that the client was not regularly drinking to excess whilst 
psychological therapy was being undertaken.
Outcome
Mrs A’s BDI-II score had risen to a ‘severe’ level. In addition she was regularly 
drinking more than the recommended 14 weekly units of alcohol. She had attended 
therapy regularly, but this did not appear to have brought her any symptomatic relief. 
In addition although an empathie relationship had been formed it could not be 
described as an active collaborative partnership. A joint meeting was held between the 
CPN, the referring psychologist (from drug and alcohol services), the trainee and 
trainee’s supervisor. As Mrs A had begun drinking again she was thought by both 
services to be at risk both psychologically and physically. The CPN felt there was 
only a very limited amount of work that she could do and intended to discharge Mrs 
A. Further psychological input was deemed inappropriate whilst her drinking 
continued to increase. The CPN felt that Mrs A would be at risk without community 
support and put in a referral for a risk assessment and input from the older adult CPN 
service. However the consultant psychiatrist, after consultation with the GP, but not 
the drug and alcohol or older adult psychology services, had declined to see Mrs A. A 
joint letter was sent from both these services stressing this client’s vulnerability and 
repeating the request for a risk assessment to be carried out.
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NEUROPSYCHOLOGICAL ASSESSMENT SPECIALIST CASE REPORT
SUMMARY
THE NEUROPSYCHOLOGICAL ASSESSMENT OF A CLIENT 
RECOVERING FROM AN ANEURYSMAL SUB ARACHNOID
HAEMORRHAGE
Presenting problem
The Associate Specialist in Neurosurgery referred this 53 year-old lady (Mrs A). She 
had suffered a subarachnoid haemorrhage and had been found to have an anterior 
communicating artery aneurysm. The referrer asked for an assessment of her memory 
function as she was reporting problems in this area. Mrs A also reported a mild 
problem with face recognition.
Assessment Procedure -  1 (Nine months post injury)
1. Information for the assessment was gathered from a number of sources. These 
included her medical notes/consultation with the consultant radiologist/interviews 
with her family/clinical interview/
2. A full range of neuropsychological assessments was carried out in order to test two 
hypotheses. On the basis of her self reported problems in everyday life and the 
literature documenting the cognitive sequelae associated with her lesion, the 
provisional hypotheses guiding the assessment were that Mrs A would: -
A) Be likely to show some degree of impairment on tests of memory (and more 
probably on those memory tests that make more demands on executive processes, 
such as free recall tests). B) Be likely to show some degree of impairment on tests 
that involve executive processing.
Findings -1
Mrs A’s current intellectual, attentional, language, visuo-spatial and executive 
functions appeared to be intact. A) Her scores on all but one of the memory tests fell 
within the normal range. Relative to her estimated pre-morbid intellectual function, 
some of these scores may have represented a decline in mnemonic function. This may 
explain her self reported difficulties in this area. There were no particular problems 
observed in those indices commonly impaired in patients with anterior lesions. B) Her
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scores on a number of executive tests fell within the normal range. Again they were at 
a slightly lower level than might have been expected from her estimated pre-morbid 
intellectual function.
Her one impaired performance was observed on a recognition memory test for faces 
(RMF). A more usual pattern of performance associated with an ACoA would be a 
preservation of performance on recognition memory tests relative to that on tests of 
free recall. Her performance on a comparable test of recognition memory for words 
(RMW) was well within the normal range and was at a superior level to that of her 
performance on tests of free recall.
Assessment Procedure -  2
At this stage there were at least three potential explanations of the selective deficit on 
this face recognition test. A) She had a specific recognition memory problem for non­
verbal material in the context of relatively preserved performance on tests of free 
recall. B) The impaired performance was observed by chance. C) She had a degree of 
prosopagnosia (a selective deficit in face recognition). These three hypotheses were 
tested with further neuropsychological assessment.
Findings -2
A) Mrs A did not appear to have a deficit in recognition memory for non-verbal 
material per se. B) Her face recognition deficit did not appear to be stable on repeat 
testing (using WMS-III faces). This gave more weight to the hypothesis that the 
original result had occurred by chance. C) Her performance on Benton Facial 
Recognition Test face perception subtest was also intact. Mrs A would not appear to 
have a deficit in the perception of faces
It was decided that B) was more likely, although her mild problem with face 
recognition in everyday life remained unexplained by this account. At this stage it was 
decided (in conjunction with the client) not to pursue the issue further. Mrs A 
indicated that she was not particularly worried about this problem and it did not 
appear to be causing her particular trouble in everyday social interaction.
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Recommendations
Mrs A’s was informed that the majority of her memory scores fell within the normal 
range, but that some were at the lower end of that range and this might represent a 
decline in her memory function relative to her premorbid abilities. She was given a 
number of simple strategies and some literature designed to lessen the impact of a 
poorer memory (Thompson, 1992). However, Mrs A was also warned about selective 
attention to memory problems. Specifically, that post injury she may notice memory 
failure more and attribute these failures all to the effect of her brain lesion (where 
some failures will be due normal age related memory loss). It was recommended that 
she be retested in one year to check that her level of functioning was stable.
Assessment Procedure -  3 (Two years post injury)
Two hypotheses guided the assessment. A) That her profile on neuropsychological 
tests would be relatively stable given the amount of time that had elapsed since the 
first assessment and the expected recovery profile in the literature. B) That her 
previously observed impaired performance on the RMF test would not be observed on 
this occasion. All the tests given previously were re-administered.
Findings -3
Mrs A’s scores on tests of premorbid and current intelligence, attentional capacity, 
language and executive function remained at an equivalent level. However her scores 
on several of memory tests showed a surprising level of improvement. So hypothesis 
A) was not upheld. From an inspection of the clinical literature this is unusual in the 
second post injury year. Hypothesis B) was also not upheld. Mrs A showed a similarly 
impaired performance on RMF and a slightly improved performance on the WMS-III 
faces. A number of hypotheses for this discrepancy were generated.
Recommendations
Mrs A was informed about the improvement in her memory scores. However she 
remained concerned about her memory function (but not her face recognition 
problem) in everyday life. In order to assess the degree and quality of her memory 
problems in everyday life she was asked to keep a diary of things that she forgot. This 
was to be reviewed in clinic with her.
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Abstract
Title: Hearing about trauma: the experiences of therapists
Objective: To describe qualitatively the effects of providing psychotherapy to people 
who have experienced traumatic events. To document the nature of any difficulties in 
a manner which informs the service yet guarantees anonymity to all participants.
Design: A  semi-structured interview, with qualitative analysis (Content analysis and 
Multidimensional Scaling techniques. Multidimensional Scalogram Analysis and 
Smallest Space Analysis).
Setting: A ‘stand alone’ clinical psychology service provided by an NHS trust.
Participants: Ten therapists from five different specialties currently offering 
psychological therapies to adults referred to the service.
Main Outcome Measures: Coded categorical data from interview transcripts. Scores 
on an adapted Post-Traumatic Stress Disorder Scale (PSS-SR.)
Results: All therapists reported experiencing some symptoms of PTSD or symptom­
like reactions regardless of their specialty. The multidimensional scaling procedures 
revealed a cluster of therapists who scored highly on the PSS-SR and had a high 
number of trauma victims on their caseload and shared similar views on some themes. 
Qualitative methods revealed some differences between experiencing trauma 
vicariously as a professional and as a primary victim.
Conclusions: Previous studies have focussed on ‘trauma specialist’ therapists. This 
study demonstrates that therapists from many different specialties may be affected by 
the trauma that their clients describe. The implications for service are discussed.
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Introduction
There is mounting evidence that professionals, who work with the victims of 
traumatic events, may acquire the symptoms of Post-Traumatic Stress Disorder 
(PTSD) ‘vicariously’. That is, symptoms are acquired by seeing or hearing about the 
experiences of others. Initially work focussed on emergency service workers who deal 
directly with the aftermath of traumatic events (e.g. Clohessey & Ehlers, 1999;
Brovm, Fielding & Grover, 2000; Brown & Andersen, in press). However, recent 
research has sought to examine the psychological consequences of conducting therapy 
with people who have experienced traumatic events.
Allt (1999; unpubl. Psych D portfolio) notes the relative paucity of empirical studies 
in this area. She provides a critical review of three studies. Pearlman and Mac Ian 
(1995) conducted a postal survey of 188 therapists who considered themselves to be 
trauma therapists. Compared to the general population therapists appeared to be 
coping well psychologically. However, level of experience and a personal trauma 
history emerged as vulnerability factors for disrupted schemas and therapists with the 
least amount of experience admitted to more psychological difficulties. Some 
therapists reported some avoidance and intrusion symptomatology, but details of 
scores were not given.
Schauben and Frazier (1995) looked at rape crisis workers. Again they found that the 
majority of therapists did not report significant problems. Unlike Pearlman and Mac 
Ian they found no significant effect of personal trauma history. They did however, 
find a correlation between level of PTSD symptoms (as measured on their own 
checklist), and the percentage of trauma victims in the therapist’s caseload. Again they 
did not report details of scores.
Arvay and Uhlemann (1996) did report absolute scores. They used a postal survey to 
determine that, of 161 trauma counsellors, 14% scored at a similar level to clients with 
PTSD on the Impact of Events Scale (Horowitz, Wilner & Averez, 1979 ). They found 
relationships between number of years experience and percentage of trauma clients on 
caseload and symptoms of avoidance and intrusion symptoms
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Significantly, none of the above mentioned studies assessed therapists on the full 
range of PTSD symptoms. In order to address some of the methodological deficits in 
earlier studies Allt (1999) carried out a postal survey of 141 psychologists working in 
the NHS. She found that 9.3% of therapists fulfilled DSM -IV criteria for PTSD (as 
measured on PSS-SR, see Appendix A).
Clearly such findings have implications for services where professionals are engaged 
in therapeutic work. Allt (1999) suggests that this is an issue that needs to be directly 
addressed by services that undertake such work. Brown and Blount (1999) are more 
explicit “Pragmatically, failure to take worker stress into account may constitute a 
breach of duty of care” (pi 09). They cite recent case law, (Walker v. Northumberland 
County Council (1995) 1 All ER 737) where the court ruled that “risk of psychiatric 
damage, in this case the adverse impacts of work induced stress, was included within 
the ambit of the employer’s duty of care” (Brown & Blount, pl09).
Aims of the present study
1) This study aimed to provide an indication of the nature and prevalence of any 
‘PTSD- like’ symtomatology in a sample of this workforce. Preserving the anonymity 
of all participants was paramount. In addition, it sought to investigate the formal and 
informal support structures that were currently available to therapists, and to ask 
whether or how, these might be improved.
2) Although a few previous studies have included some open-ended questions in their 
methodologies, none have attempted a detailed qualitative analysis of the impact of 
hearing trauma described in a therapeutic setting. It may be that symptoms of trauma 
acquired vicariously are qualitatively different to those acquired by primary victims. 
The sole use of quantitative self- report methods may well misrepresent the 
experiences of therapists in these situations. Individual responses to hearing about 
trauma in therapy, would seem a priori, to be more subtle and complex than such 
quantitative methods might describe. Walker (1997), in Brown and Blount (1999) 
argues that the sole use of quantitative methodology in studies that hope to delineate 
‘personally sensitive issues’ is clearly inadequate. In particular he argues that
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“questionnaires may not be the most appropriate means of gaining access to stress 
experiences” (p i09).
The second aim of the present study was to collate and interpret detailed 
phenomenological accounts that describe the effects of working with people who have 
experienced traumatic events.
3) Unlike previous studies (Pearlman & Mac Ian, 1995; Schauben & Frazier, 1995; 
Arvay & Uhlemann, 1996) we did not seek to recruit therapists who considered 
themselves to be ‘trauma’ therapists. Different client groups may relate a range of 
events that they and /or their therapist consider traumatic, regardless of the focus of 
the problem that they had been referred for. We were interested in describing the 
experiences of therapists across a range of specialties.
Method 
Sample
Turpin, et al. (1997) recommend that for qualitative studies which involve a single 
interview, between eight and twenty participants are recruited. Ten potential 
participants were identified by the field supervisor (Director of Clinical Psychology 
Services). These ten candidate participants were then approached personally by the 
trainee. Ethical considerations and confidentiality guidelines were outlined in an 
information sheet to obtain informed consent (see Appendix B). All ten therapists 
approached agreed to take part.
All participants were involved in providing psychological therapies to adults referred 
to the clinical psychology service in question. They were drawn from the five adult 
specialties offered within this trust (Adult Mental Health, People with Learning 
Difficulties, Sexual Health and Substance Misuse.) They included five clinical 
psychologists, three counselling psychologists, and two psychotherapists. Further 
characteristics of the participants are described in Table 1. Considerations of 
anonymity preclude the description of background characteristics for each individual 
participant.
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Tablel: Background Characteristics of the Sample
Frequency Mean (S.D.) Median Range
Male 5 *
Female 5 * * *
Age
20-31 2 * * *
31-40 3 * * *
41 -5 0 5 * * *
Yrs since 
qualifying
* 7.73 (6.29) 6 1.75 -19
Yrs in current 
specialty
* 6.97 (6.07) 4 1.75-19
% caseload 
involves clients 
with trauma 
history
* 47.50 (29.46) 37.5 20-100
No, of clients 
treated with 
trauma history
10-30 3 * * *
3 0 -6 0 4 * *
60 -100 1 * *
Over 100 2 » * *
Clinical
supervision?
yes 9 * * *
no 1 4" *
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Measures
Material was obtained by means of a semi-structured interview.
Prior to the interview, broad areas for discussion were identified. These were: -
1. Experiences of the participants in working with people who had experienced 
traumatic events.
2. Ways of coping with the impact of this work
3. Theoretical models used by the participants.
In addition participants completed both: -
1) A  general information sheet (see Appendix C.) This was adapted from a similar 
sheet used by Allt (1999).
2) An adapted version of The Post-Traumatic Stress Diagnostic Scale (PSS-SR: Foa, 
Riggs, Dancui & Rothbaum, 1993). See Appendix A and Appendix D for description 
and details of standardisation.
Procedure
Prior to the start of each interview the participants read and signed an Informed 
Consent Sheet. Each interview lasted between 45 and 60 minutes. All interviews were 
audio- taped. The interviews were fully transcribed.
At the end of the interview participants were again asked if they would complete the 
questionnaires. All questionnaires were returned.
Analysis
Initially transcripts were subjected to a content analysis. Each transcript was read 
several times. Interesting observations were noted in the left-hand margins. Emerging 
theme titles were noted. A list if all these theme titles was then examined and 
clustered into superordinate concepts. Transcripts were read again in order to discover 
which of the superordinate concepts were best supported. A final list of the most 
prevalent themes was produced.
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A coding dictionary was then compiled (see Appendix E.) This allowed the transcripts 
to be coded for the presence, absence or degree, of each theme identified. The author 
then coded all ten transcripts accordingly (see Appendix F for raw data.) Three of the 
transcripts were randomly selected by the author. These were independently coded 
(using the coding dictionary) by one of the academic supervisors. The reliability of the 
coding scheme was then established by comparing the number of times the two raters 
agreed, expressed as a percentage of all possible observations. This yielded an 
acceptable level of agreement of 79%.
Two multidimensional scaling (MDS) techniques were then employed as a further 
form of content analysis. The Guttman Lingoes series were used for these analyses. 
They were chosen as they employ non-metric procedures, which make no assumptions 
about the underlying structure of the data (Zevulun, 1978). They were therefore 
considered ideal for the data produced here which was ordinal at most and more 
usually nominal and as such it did not approach a normal distribution.
Primarily we investigated: -
1. Whether there was an underlying structure to the qualitative ‘symptom like’ 
reactions described by this group of individuals. To this end, a matrix was constructed 
whereby each transcript was analysed to see how often each of the fourteen 
‘reactions/symptoms’ co-occurred with each other (see Appendix G.) A Smallest 
Space Analysis (SSA-1) (Hammond, 1990) was then carried out on this matrix (see 
Appendix H for details of this procedure).
2. Whether there were clusters of individuals whose pattern of ‘reactions/symptoms’ 
were associated with a corresponding pattern of demographic variables, ‘coping’ 
‘change’ or ‘service related’ responses. Multidimensional Scalogram Analysis (MSA) 
(Hammond, 1990) was used here (see Appendix H for details of this procedure).
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Results
Content analysis
A lack of space within the main body of the text precludes the reproduction of 
quotations to support the themes identified from the transcripts here. These can be 
found in Appendix I.
The results of the content analysis produced themes that could be loosely clustered 
into four broad categories; -
1. ‘Reactions’ to hearing about trauma in therapy (in many cases these involved PTSD 
type reactions.)
2. ‘Coping’ responses (themes concerned with factors that made experiences better or 
worse)
3. ‘Changes’ (personal, interpersonal, behavioural etc) brought about through doing 
this work.
4. ‘Service’ issues (thoughts on formal and informal support structures in the 
workplace.)
(See Appendix J for the individual themes identified)
The structure of symptoms (SSA)
The output of the SSA revealed 3 reasonably distinct clusters of reactions/symptoms 
(See Figure 1). These are; -
1. Generalised reactions as may be seen during or after any period of stress (but can 
also be symptoms of PTSD). Specifically these were physical effects (i.e. 
headaches, back pain etc), sleep disturbance and irritability.
2. Intrusive/avoidant reactions. These included distressing and intrusive images; 
feeling upset overwhelmed and hopeless; avoidance of distressing items in the 
media; avoiding thinking about the trauma and avoiding talking about it with 
colleagues (for a variety of reasons). There was also some mention of avoidance of 
discussing details of trauma with clients but this was largely held to be concerned 
vdth getting the ‘timing’ right for such a discussion.
3. Distancing reactions. These included feelings of numbness, concentration 
problems, memory gaps for trauma related stories (although some therapists 
reported improved memory for trauma related information)
151
Service Related Research Project
The analysis found that a two-dimensional solution provided an acceptable fît 
(coefficient of alienation 0.12.)
(N
bû
152
Service Related Research Project
Individual differences in clusters of reactions/symptoms.
Transcripts were coded for presence/absence of each cluster of reaction/symptom. 
Only one of the reaction/symptoms in each of the three groups needed to be 
mentioned to score positively for that reaction/symptom type. Table 2 presents the 
pattern of reaction symptoms for each individual.
Table 2: Description of reaction/symptom by individual
Participant Generalised Intrusive/Avoidant Distancing
1 No Yes Yes
2 Yes Yes No
3 No Yes Yes
4 No Yes Yes
5 No Yes No
6 Yes Yes Yes
7 Yes Yes Yes
8 No Yes Yes
9 Yes Yes No
10 No Yes Yes
The relationship between coping responses, changes, service issues and 
demographic variables in individuals with different clusters of 
reactions/symptoms (MSA)
Initially three individual MSA’s were carried out. An attempt was made to identify 
clusters of therapists in terms of their responses on the other three broad thematic 
categories identified from the transcripts: - coping responses, changes and service 
issues (see Appendix J for the items that make up these categories.) However, there 
was no apparent relationship between clusters of therapists with similar symptoms and 
their responses on the other themes.
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The themes providing the best clusters from the three previous MSA’s were then 
entered into a further MSA, together with the reaction/symptom scores from the 
generalised and distancing types (all individuals scored positively for the 
intrusive/avoidant category so this was not entered into the analysis). The results can 
be seen in Figure 2. Figure 2 represents the degree of similarity between the ten 
therapists according to the reaction/symptoms they reported, together with the 
similarity of their perceptions of a number of other issues (the items that provided the 
best clusters from the previous analysis). These were, the view that detachment was a 
necessary quality for the job; the view that clients with a long history of problems 
were the most distressing to listen to; a sense of both personal and professional 
development through working with clients who had experienced traumatic events; 
whether their world view had changed or not; altered perceptions of good and evil; 
changed estimations of danger and whether or not they used personal therapy to deal 
with some of the issues that arose through their work.
The closer the therapists are on the plot the greater degree of similarity. There appear 
to be three clusters with one individual providing a unique response.
By overlaying the output plot for each reaction/symptom type and theme entered, the 
factors common to these clusters are identified as follows.
Figure 3 shows that there is still relatively little relationship with the pattern of 
symptoms. There is some evidence that therapists with generalised type symptoms 
cluster with respect to other issues. There appears to be no relationship with distancing 
type symptoms.
However, when the therapists’ PSS-SR scores are overlaid on the plot some 
relationship with symptoms emerges. The MSA suggests that one cluster of therapists 
is characterized by having the highest scores on the PSS-SR. The nearest therapist to 
this cluster has the next highest score. The therapists in this cluster will not be
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identified in order to safeguard anonymity (see Appendix K for details of PSS-SR 
scores).
When the demographic variables are overlaid on the plot (see Table 1) there are no 
clear relationships except with the percentage of clients who have experienced trauma 
in the caseload. Here again the therapists with the highest PSS-SR scores have the 
highest percentage.
In terms of individual themes, when these are overlaid, the same therapists are 
partitioned from the rest of the group by their view that clients with long term 
problems can be more difficult to work with. They are also the only ones not to have 
expressed the view that detachment is a necessary quality for the job.
Discussion
Generally the therapists interviewed here appeared to be coping well. All of them 
identified some ‘symptoms’ or ‘symptom like reactions’ that had been experienced as 
a result of hearing client’s accounts of traumatic events. The analysis revealed that 
these ‘symptoms’ clustered into three types. Although there is not a particularly good 
relationship between the reactions/symptoms reported in the interview, there would 
appear to be a cluster of therapists whose experiences are distinguishable by higher 
PSS-SR scores and a high percentage of trauma clients in their caseload.
The symptoms and reactions reported were found across the range of specialties. 
Where previous studies have concentrated on the experiences of therapists who 
provide a ‘trauma specialist service’ this study demonstrates that some PTSD 
symptoms may result from working with people where a specific trauma may not be 
the focus of the intervention. Indeed some therapists felt that working with people 
who had a long history of trauma experiences and who were not presenting because of 
a direct reaction to one of these events, were more distressing to work with.
The use of a qualitative methodology (see Appendix I) revealed some insights as to 
how vicarious trauma may differ fi-om experiencing trauma directly. This was 
particularly relevant to ‘symptoms’ of numbness or detachment. A number of
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therapists felt that these were actually necessary to work well and were not troubled 
by them. Many consciously strove for a certain level of ‘professional detachment’ and 
used a number of avoidance or distancing strategies. Others used their awareness of 
such feelings to guide their therapeutic responses.
Limitations of the study
There are a number of methodological and analytical limitations inherent in this study. 
Firstly, the interviewer was a trainee on placement in this service whilst it was carried 
out. Therapists were asked to divulge highly sensitive and personal information. At 
the very least this may have affected the nature of responses given At worst people 
may have felt unable to report the full nature of the difficulties they had experienced. 
Secondly, this study did not ask about the trauma history of the therapists interviewed. 
There is a demonstrated link between severity of symptoms and a personal trauma 
history in the literature. It was felt that therapists may have felt uncomfortable in 
discussing this with a trainee they were working alongside. That said, one of the 
themes that emerged was that a match between the client’s trauma and an issue that 
the therapist found personally sensitive often made the experience more difficult. 
Lastly, with regard to the statistical analysis the study failed to find any relationship 
between thematic responses and two out of the three symptom types mentioned in the 
interview. Scores on the PSS-SR were informative. This difference in findings 
between the two methods may have resulted fi*om an inadequate categorization of the 
symptoms mentioned in the interview. All therapists scored positively for the 
intrusion/avoidance category. This lack of discrimination meant that these symptoms 
were not included in the analysis. Better delineation of this category may have yielded 
a different result. Alternatively therapists may have felt happier endorsing symptoms 
on a questionnaire rather than face to face with the interviewer.
Implications for the service
The transcripts revealed that a high number of therapists considered good supervision 
to be essential for doing this kind of work. A number wished for more supervision. 
Some had sought personal therapy specifically to deal with issues that related to 
working with trauma as they did not find this adequately addressed in supervision. A 
minority felt that management should give more consideration to these issues. The
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majority were happy with formal support structures in place. The informal support of 
colleagues was highly valued. Many therapists mentioned that feeling able to provide 
effective therapy protected them against negative reactions. Good supervision 
hopefully supports the therapist’s feelings of efficacy in a number of ways.
The finding that there was some association between number of ‘symptoms’ 
experienced and percentage of trauma victims in a caseload finds support in the 
literature. It suggests that careful attention should be paid to the balance of therapist’s 
caseload.
The results of this study are to be presented to the service and are intended to 
stimulate discussion of the issues raised here (see Appendix L for letter of 
confirmation stating that findings have been presented to the service).
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Appendix A 
PSS-SR
(Adapted from Foa et al., 1993)
This questionnaire has been adapted to assess secondary trauma reactions in clinicians.
For part a, please indicate whether you have ever had each of these reactions by 
underlining either ‘Yes’ or ‘No’.
For part b, please rate your experiences of each of these reactions during the last 4 weeks 
using the scales described below.
First rate how frequentlv you have had each of these experiences during the last 4 weeks 
using this 0-3 scale.
0_________________1_______________________2_______________________3
Not at all Once per week/ 2-4 times/ 5 times per week/
a little bit/ somewhat/ very much/
once in a while half the time almost always
Next, rate how distressing each of the experiences has been in the last 4 weeks using this 
0-3 scale.
0_______  1____________  2___________________  3
Not at all very distressing
Distressing
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la. Have you ever had upsetting thoughts or images about events (or related events) that 
clients have had described that come in to your head when you do not want them to?
Yes/No
lb. Have you experienced this in the last 4 weeks?
How frequently? 0 1 2 _____ 3 How distressing has this been? 0_____ 1_____ 2 3
2a. Have you ever had any bad dreams or nightmares about events (or related events) 
that clients have described to you? Yes/No
2b. Have you experienced this in the last 4 weeks?
How frequently? 0 1_____ 2_____ 3 How distressing has this been? 0_____ 1_____ 2 3
3a. Have you ever had the experience of reliving events (or related events) that clients 
have described to you (e.g. acting or feeling as if it were happening again? Yes/No
3b. Have you experienced this in the last 4 weeks?
How frequently? 0 1_____ 2_____ 3 How distressing has this been? 0______1_____ 2 3
4a. Have you ever been very EMOTIONALLY upset when reminded of events that your 
clients have described to you (includes becoming very scared, angry or sad etc.)? Yes/No
4b. Have you experienced this in the last 4 weeks?
How frequently? 0 1_____ 2_____ 3 How distressing has this been? 0_____ 1 2 3
5a. Have you ever had any PHYSICAL reactions (e.g. breaking out in sweat, heart 
beating fast) when reminded of events that your clients have described to you? Yes/No
5b. Have you experienced this in the last 4 weeks?
How frequently? 0_____ 1_____ 2_____ 3 How distressing has this been? 0______1_____ 2 3
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6a. Have you ever tried not to think about or have feelings associated with the events 
that your clients have described to you? Yes/No
6b. Have you experienced this in the last 4 weeks?
How frequently? 0 1_____ 2_____ 3 How distressing has this been? 0______1_____ 2 3
7a. Have you ever made efforts to avoid activities, situations or places that remind you 
of events, or related events, that your clients have told you about? Yes/No
7b. Have you experienced this in the last 4 weeks?
How frequently? 0_____ 1 2_____ 3 How distressing has this been? 0 1_____ 2_____ 3
8a. Do you have any unexpected gaps in your memory of events, which your clients 
have described to you? Yes/No
8b. Have you experienced this in the last 4 weeks?
How frequently? 0_____ 1_____ 2_____ 3 How distressing has this been? 0______1_____ 2 3
9a. Have you ever found that you are not interested in things that you used to enjoy?
Yes/No
9b. Have you experienced this in the last 4 weeks?
How frequently? 0_ _3 How distressing has this been? 0.
10a. Have you ever felt distant or cut off from others around you?
10b. Have you experienced this in the last 4 weeks?
How frequently? 0 1_____ 2_____ 3 How distressing has this been? 0_
Yes/No
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l ia .  Have you ever felt emotionally numb (e.g. feel sad but can’t cry, unable to have 
loving feelings)? Yes/No
11b. Have you experienced this in the last 4 weeks?
How frequently? 0 1_____ 2_____ 3 How distressing has this been? 0_____ 1 2 3
12a. Have you ever felt that any future plans or hopes have changed because of events 
your clients have described to you (for example, will have no career, marriage, children 
or life-long ambitions)? DO NOT INCLUDE MOVING. Yes/No
12b. Have you experienced this in the last 4 weeks?
How frequently? 0 1_____ 2_____ 3 How distressing has this been? 0_____ 1_____ 2 3
13a. Have you ever had difficulty falling asleep or staying asleep? Yes/No
13b. Have you experienced this in the last 4 weeks? .. ..
How frequently? 0 1_____ 2_____ 3 How distressing has this been? 0_____ 1_____ 2 3
14a. Have you ever been more irritable or had outbursts of anger? Yes/No
14b. Have you experienced this in the last 4 weeks?
How frequently? 0 1_____ 2_____ 3 How distressing has this been? 0_____ 1_____ 2 3
15a. Have you ever had difficulty concentrating (e.g. drift in and out of conversations, 
lose track of a story or television programme, difficulty remembering what you have 
read? Yes/No
15b. Have you experienced this in the last 4 weeks?
How frequently? 0 1 2_____ 3 How distressing has this been? 0_____ 1_____ 2_____3
16a. Have you ever been overtly alert (e.g. checking to see who is around you,
uncomfortable with your back to a door etc.)? Yes/No
16b. Have you experienced this in the last 4 weeks?
How frequently? 0 1_____ 2_____ 3 How distressing has this been? 0_____ 1 2 3
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17a. Have you ever been jumpier, or more easily startled?
17b. Have you experienced this in the last 4 weeks?
How frequently? 0_____ 1_____ 2_____ 3 How distressing has this been? 0_
Yes/No
18. At their worst, how disabling have these reactions been in the past?
(please circle the number which best applies to you)
0 1 2 3 4 5 6 7
Not at all 
disabling
slightly definitely markedly severely
disabling
19. How disabling have these reactions been in the last month?
(please circle the number which best applies to you)
0 1 2 3 4______ 5 6 8
Not at all 
disabling
slightly definitely markedly severely
disabling
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Appendix B 
SURREY UNIVERSITY
PSYCH D CLINICAL PSYCHOLOGY
Service Related Research Protect -
The impact of trauma work on psychological therapists
Subject Information and Consent Form
Investigators
Emma Veitch, Trainee Clinical Psychologist. Telephone no. 01273 276465
Dr Emma Dunmore, Academic Tutor, Psychology Department, Surrey University, 
Guildford, Surrey, GU2 5XH. Telephone no. 01483 259441
Aims of Study
To collate and interpret detailed phenomenological accounts that describe the effects 
of working with people who have experienced traumatic events.
Subject Participation
Each subject will be asked to take part in an individual interview. This will last 
approximately one hour.
Each subject will also be asked to complete a general information sheet and an 
adapted questionnaire that looks at secondary trauma reactions in clinicians.
Each therapist taking part in the study
1) Will do so only at the personal request of the trainee
2) Will be assured that no other member of the team will be made aware of their 
having agreed to take part, without their prior consent.
3) Will be assured that they will not be personally identified in the final written report 
or in any other ‘work in progress’ report, or in any presentation of the research 
findings.
4) Will receive their own copy of the final written report.
5) Will be invited to attend a presentation of the research findings.
6) Will be informed that any taped material will be destroyed after transcription is 
complete.
7) Will be informed that transcription of their tape will be carried out by an audio­
typist (not the investigator). However the investigator will personally transcribe any 
tape/part of tape on request.
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8) Will be assured that they can withdraw from the project at any stage.
9) Will be able to request the destruction of their taped material at any stage of the 
project.
10) Will be provided with the occupational address and telephone number of the 
university supervisor(s) in order that they might approach them in confidence about 
any issues arising from their participation in the project. (See this sheet).
11) Will be asked to sign an informed consent form. (See below.)
CONSENT
I have read and understood the information on this form. I have had the opportunity to 
discuss the study with the person who is organising the project. I agree to take part in 
the study described above and understand that my participation is entirely voluntary. I 
may withdraw at any time.
Name:
Address (can be occupational):
Signed: Date:
Signature of investigator: Date:
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Appendix C 
GENERAL INFORMATION
1. Age Band (please underline) 20-30 41-50 60 and
above
31-40 51-60
2. Gender (please underline) Male/Female
3. Brief job description (e.g. health psychology/primary care)
4. Approximately how many years have you worked as a therapist since qualifying?
..............   .years
5. How many years have you worked in your current specialty? ................ years
6. Approximately what percentage of your current caseload involves working with 
clients who have experienced traumatic events (including sexual and physical abuse)?
+++
 ................
7. How many clients (approx) have you worked with who have experienced traumatic 
events (please underline)
Fewer than 10 
Between 10 and 30 
Between 30 and 60 
Between 60 and 100 
More than 100
(please turn over)
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8. How many of the above clients have you treated specifically for post-traumatic 
stress disorder?
Fewer than 10 
Between 10 and 30 
Between 30 and 60 
Between 60 and 100 
More than 100
9. Do you currently have supervision when working with clients who have 
experienced traumatic events?
Yes/No
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Appendix D
The Post-Traumatic Stress Disorder Scale (PSS-SR: Foa, E.B.; Riggs, D. S.; 
Dancu, V.; Rothbaum, B. O., 1993.)
In its original form this self-report measure assesses for the level of PTSD 
symptomatology as defined by DSM-IV criteria (APA, 1994). It consists of 17 items 
rated on an analogue scale (0-3) to assess symptom severity over the last month. 
Criterion F is assessed by two questions asking how disabling these symptoms have 
been over the last month and, at their worst, in the past on an eight point scale. In this 
form, authors Foa, Cashman and Jaycox, (1997) report satisfactory reliability and 
validity coefficients for a large sample (248) who had experienced a range of traumas. 
Allt (1999, unpubl. See Psych. D portfolio) reworded this scale specifically for use 
with clinicians. She also added a further analogue scale for each symptom, to assess 
level of distress and asked whether they had ‘ever’ experienced such symptoms 
(yes/no response).
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Appendix E 
CODING DIRECTORY 
REACTIONS / SYMPTOMS
Distressing images -
Memory gaps -
Physical effects -
Sleep disturbance -
Irritability -
Concentration/- 
Thinking problems
Tearful/upset/ - 
Emotional
Overwhelmed/- 
Stressed/ swamped/ 
“done in” 
Hopelessness-
Numbness -
Not mentioned/No (in reply to direct question) = 1 
Yes (but do not have status of intrusive images) =2 
Yes (intrusive) =3
Not mentioned /No (in reply to direct question) = 1 
Yes =2
Better memory for traumatic info = 3
Not mentioned /No (in reply to direct question) = 1 
Yes = 2
Not mentioned/ No (in reply to direct question) =1 
Yes = 2
Not mentioned /No (in reply to direct question) =1 
Yes = 2
Not mentioned / No (in reply to direct question) =1 
Yes = 2
Not mentioned/ No (in reply to direct question) = 1 
Yes = 2
Not mentioned /No (in reply to direct question) =1 
Yes = 2
Not mentioned /No ( in reply to direct question) = 1 
Yes = 2
Not mentioned /No (in reply to direct question) =1
Yes ( but not specifically in reaction to hearing trauma) =2
Yes = 3
Avoidance of - No = 1
discussing material Yes For clients sake (ie timing needs to be right) = 2
with clients Yes = 3
Avoidance of - No = 1
discussing material Yes (protective act) = 2
with colleagues Yes (people are purient/too interested in details) = 3
Avoid thinking 
about material
No = 1
Yes (“switch off when get home”) = 2
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Yes (supression) = 3
Avoidance of- Not mentioned/no =1
media reports/ Yes = 2
peoples trauma 
outside work
Generally affected - No = 1 
by hearing trauma Yes (in some ways) = 2 
Yes (definitely) = 3
COPING RELATED IDEAS
Ideas that “detachment” is required to do the job well- Not mentioned/no = 1
Yes = 2
Ideas that reactions are ‘natural Vwhat anyone would experience-
Not mentioned/no = 1 
Yes = 2
Idea that it is difficult to separate reactions to ‘trauma’ clients vs others/or all clients 
have some kind of trauma- Not mentioned/no = 1
Yes = 2
Idea that it’s not particularly one off incidents of trauma that are most difficult but 
long and difficult personal histories- Not mentioned/no = 1
Yes = 2
Idea that it’s the volume/no. of cases with trauma that difficult
Not mentioned/no = 1 
Yes = 2
Are reactions different from those that go with general stress? No = 1
Yes (but on same 
continuum/extra 
dimension) = 2 
Yes = 3
Idea that a match on some issue between client or aspect of their trauma and therapist 
makes things more difficult to hear
Not mentioned/no = 1 
Yes = 2
Idea that being able to help in some way makes things easier to hear or deal with /not 
being able to do anything makes it worse
Not mentioned/no = 1 
Yes = 2
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CHANGES
Professional development/growth
Self
Not mentioned/no =1 
Yes = 2
Personal development Not mentioned/no =1 
Yes = 2
Better able to cope with hearing trauma info outside work Not mentioned/no =1
Yes = 2
Fear permanent effects of work? No = 1
Yes (but not necessarily 
related to trauma) =2 
Yes = 3
Concern over own psychological health? No = 1
Yes (but not necessarily 
related to trauma) =2 
Yes = 3
Concept of self as less innocent/trusting Not mentioned/no =1 
Yes = 2
Fear for personal safety Not mentioned/no =1 
Yes = 2
Others
Restrict social life/no. of people as close friends Not mentioned/no =1 
Yes = 2
Reluctance to discuss work issues with others Not mentioned/no =1 
Yes = 2
Intolerance o f ‘less traumatised’ people Not mentioned/no =1 
Yes = 2
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World View
Not changed = 1 
Confirmed = 2 
Changed = 3
Perceptions of good and evil affected Not mentioned/no =1 
Yes = 2
Estimations of danger affected Not mentioned/no =1 
Yes = 2
COPING AND SUPPORT
Supervision
Uses
Not mentioned/no =1 
Yes = 2
Discussion with colleagues Not mentioned/no =1 
Yes = 2
Personal therapy Not mentioned/no =1 
Yes = 2
Others Not mentioned/no =1 
Yes = 2
Would like 
More supervision Not mentioned/no =1 
Yes = 2
More awareness of issues from management Not mentioned/no =1 
Yes = 2
Other Not mentioned/no =1 
Yes = 2
Use own therapeutic model to interpret own reactions? Not mentioned/no =1 
Yes (hypothetically if had 
symptoms)=2 
Yes = 3
180
Service Related Research Project
Appendix F — Raw Data
181
Service Related Research Project
bel
■S
I
Cfl
(D
3
en
jn
eu
ü
£
eu
Ü3
|8|30UJ UMO e s f l CN oo 00 00 CM CM 00 00 CM CM
8J6Me iu8ULi8Beüeuü ajpiA| CM CM - CM
: . uoisi/uacTns e jo ^ CM CM CM CM -
A d e ja q i |é u o s j8 d CN CM CM - CM
: S8ri6B8|I0Q m|M u o jssn as jQ CM CM CM CM CM CM CM CM CM
u o is w e d n s CM CM CM CM CM CM CM CM CM
en
euenc
O
ja B ue p  jo  s u o iie u u iis g CM CM (Ml CM (N CM
1IA8  pue poo 0 CM CM (N CM CM CM (M
M 8 !A:p|JQ/\A CM OO CM oO CM OO OO 00 OO
u o is s n o s iQ /s jn  30S  p s ^ o p is a y CM CM CM - CM CM
saBueqo iB jno jAeqag CM CM CM CM CM CM CM CM - CM
B u q sm i/iu a o o u u ! ssaq CN CM CM - - - CM CM
sîüaji^a luaueuLuad je a g 00 CM CM - 00 - OO CM
;uaiJudo|aAap le ü o s ja d CM CM CM - - CM CM (M CM
q}AAOjB/Aap je uo jssa jO Jd CM CM CM CM (N CM CM CM
S2
o
o
u_
oc
'q .
o
o
Æ oeoijjg CM T:— CM - CM - - CM
qo^BiJU anss| CM CM CM CM CM CM
s s 8JisiBJ8 u a B ;o ï tu a j8j | i0 OO OO 00 00 CM 00 CM OO
s a s B O jb a ïu n jb A CM CM CM CM T—
suuaiqo jd  uu ja; Buoq CM CM - CM CM -
a ie je d a s .o ii in p iy ib CM CM CM 'î— CM
qu8 W # l# C l CM CM CM CM CM CM
en
£
o
c .
E
>1
suü o jdu jA s  o m o jq o CM - CM CM - CM CM CM CM
sujo iduuAs pm Ae/siu j CM CM (N CM CM CM CM CM CM CM
suuojdLJuAs p8S !|B jau89 CM - CM CM - CM -
j a q u i n N  p e f q n s T - CM r o T f to C i OT—
182
Service Related Research Project
Appendix G - Matrix
183
Service Related Research Project
Appendix G
Matrix of co occurrence of reactions / symptoms
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Distressing images
Memorygaps 5
Physical, effects 3 1
Sleep disturbance 2 0 2
Irritability 3 1 2 2
Concentration prpblerris 2 1 0 0 1
Upset 7 3 3 2 2 1 am
OvenAfhelmed 6 2 2 2 3 2 5
Mopelessness 6 2 3 2 3 2 5 5
Numbhess 5 4 0 0 1 1 3 3 2
Aydidahco-cliehts 4 3 2 1 2 1 3 2 3 2
Ayoidanoe - colleagues; 3 2 1 1 2 1 2 2 2 2 2
Avoidance- thi nki ng 4 2 2 1 2 1 3 3 4 2 3 2
Ayoidance-media 5 3 1 1 2 2 3 4 2 3 2 1 1
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Appendix H 
Multidimensional Scaling Procedures
Smallest Space Analysis (SSA)
This procedure examines the relationships between variables. Each variable is 
intercorrelated and the relationships converted into linear distance. The closer the 
variables the higher the correlation. A goodness of fit measure (the coefficient of 
alienation) is recommended to be 0.15 or less, Guttman, (1968) cited in Brown and 
Blount, (1999)
Multidimensional Scalogram Analysis (MSA)
This procedure constructs profiles for individuals on all the categories entered. These 
profiles are then compared and plotted as a function of their overall similarity. The 
more similar individuals are in terms of their reactions/symptoms, coping responses 
etc the closer they are in the resulting plot. Separate plots are then derived which 
show the pattern of response for each individual category entered. Plots are 
‘partitioned’ by dividing them in to meaningful groups. These plots can then be 
overlaid to reveal which particular issues are common to clusters of individuals found 
on the MSA output. This procedure examines the goodness of fit (a coefficient of 
contiguity, set at 0.9 in this program) between the similarities of the profiles and their 
spatial representation. (See Brown and Blount, 1999)
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Appendix I
Quotations to illustrate selected themes from thematic categories 
(See Appendix J  for full list)
A. Reactions/Symptomse
As a group these therapists mentioned a wide range of PTSD symptom-like reactions. 
However, many of theses were not thought to have the status of symptoms although 
they could be unpleasant experiences. They were often considered to be a ‘natural, 
consequence of hearing distressing material.
Distressing/intrusive images
“It was such a violent image and it sort o f summed up his whole life and yeah I ’ve 
still got that, I  can still see that, well I  can still see the image he created in my mind 
with the story and him going off I  couldn ’t do any thing with it. I ’m stuck with it, and 
it’s very unpleasant and I  don’t like it. ”
“I  do think one o f the worst things about it is that you ’re going to be haunted by it 
[the image] ybr the rest o f your life. ”
Feelings of being overwhelmed/stressed/swamped
“ For me it means to be so overwhelmed by the horror and awfulness o f what 
someone is talking about that, you know, you just feel overcome by emotion, you know 
overcome by the horror.. .paralysed, helpless, frozen ”
Feelings of hopelessness
“ This person’s been abused since about fifteen years ago and there’s no sign o f 
engagement o f any services and they’re now starting to abuse children themselves 
and it’s that kind o f hopelessness o f some o f those stories I  think I  find it does me in. ”
Emotional numbness
“ I  sort o f stop feeling it. I  don’t think ‘Oh God that’s terrible ’ I  think. I ’m dead you 
know I can’t do it, I  can’t listen to it any more. ”
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Avoidance of thinking about material
“Yeah I  think you need to switch off at the end o f the day. Ifind that i f  I  was to go 
home and talk about it with my wife, it can just become another sort o f 
rerunning...which is not that helpful. It can be more helpful to switch off and think 
about something else. ”
Avoidance of media reports of traumatic events
“ I  don’t feel I  can watch it [the news] Ijust feel you know, little girl drowning in 
lake. I ’m not going to read that story. I  mean why bother? I f  somebody has to tell me 
about the little girl drowning then I  can hear, that but I  don’t want to hear any more 
gratuitously. ”
Restricted discussion of trauma related material in social life/restricted social life 
“Another thing is an enormous short tempeerdness with people in my social life who 
want to tell me sad stories, because you know I  get paid for doing it, I  don’t need to 
do it in my spare time as well. ”
Coping (What makes things better or worse)
In line with some of the comments that certain avoidant behaviours were helpful was 
the view that a certain level of detachment/desentisation/numbing is helpful.
Idea that detachment is necessary to do the job
“We all as a survival strategy emotionally distance ourselves from what the person is 
telling us, or you couldn’t do the job. And I ’m sure that a lot o f burnout is within 
professionals, including clinical psychologists, is about he inability to do or sustain 
that function. So there is a very functional way in which I  distance myself. ”
An indication that it need not be clients presenting with PTSD symptoms but any kind 
of traumatic story related in therapy that is difficult came up. For example:-
Difficulty in separating clients who have experienced trauma from others (ie all have 
had some trauma)
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“Generally speaking or trauma cases? because 1 see them as one mass o f pain that 
I ’ve dealt with f o r  years. ”
Idea that clients with long term problems often have the most traumatic histories 
“ I t ’s not so much the sudden trauma, but things like nobody ever loved them, 
deprivation and everything a sort o f waste o f life. ”
Idea that the volume of cases can affect ability to cope
“I  know I  got more blasé when everybody’s presentation was quite horrendous. ”
“ Actually I  think it’s the number o f traumatic stories, or the sort o f volume o f it that I  
find quite traumatic really. ”
A number of themes came up concerning how the experience was much more difficult 
for the therapist if, for whatever reason they felt they were not changing things in 
therapy.
Idea that a match between the client’s trauma and an issue that is resonant for the 
therapist makes things worse ie it’s less easy to work well.
" I  think at times, andfor various reasons you can end up identifying with their 
suffering and their distress....specific things can really touch you and arouse 
emotions. ”
Idea that being effective as a therapist is means you are less likely to be affected by 
what you hear
“ I f  you tell me about being raped by your stepfather at the age o f six, then I ’ll sit 
there and I ’ll feel I ’m doing something which is probably helping you in some way to 
deal with it. By the way that I  receive that information, the way I  respond to it and 
that actually protects us, a protective factor in terms o f me not taking it away.
“ I t’s the people for whom I ’ve done nothing that I  feel traumatised by, not he people 
for whom I ’ve done some little thing. ’’
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Changes thought to be related to working with people who have experienced 
trauma.
Most therapists identified personal and professional growth as a consequence of 
hearing about traumatic events. Many felt more confident in dealing with distressing 
information.
A minority feared permanent negative effects from doing the work in terms.
The majority of therapists thought that their perceptions of good and evil/danger in 
the world had been changed. Some held that they now viewed themselves as less 
innocent or trusting. In line with altered estimations of danger, many found that they 
made small behavioural changes in order to reduce the likelihood that they were 
involved with trauma ie altering driving behaviour, safety behaviour when alone as a 
female, locking windows or doors, generally being more vigilant.
View of the world altered
“ I ’d say my view o f life and society have probably changed as a result o f that. I  have 
this kind o f idea o f all these sort o f worms and maggots just under the surface. The 
sort o f thin veneer o f normality that most o f us see most o f the time and actually once 
you start talking to people who’ve had these horrendous experiences, in private you 
realise there’s all this other stuff going on...unreported murders ...horrendous sexual 
abuse that never gets investigated or prosecuted. And so I  have this idea that the 
world isn’t such a nice place as maybe I  would have thought otherwise. ”
Service related issues
The majority of therapists felt that good supervision was essential to their work and 
particularly helpful for discussing these kinds of issues. A number of therapists had 
failed to get the level of supervision that they required in the past A minority had gone 
into personal therapy/ further training but only partly because of this. The majority of 
people felt well supported at work now. Informal discussion with and support from 
colleagues was also seen as valuable by many. A minority wanted more management 
awareness of some of the consequences of this aspect of their work. In particular 
balance of caseload was mentioned.
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Appendix J
Broad categories of themes and their composite items
A. Reactions/Symptoms
1. Distressing/intrusive images
2. Memory gaps
3. Physical effects
4. Sleep disturbance
5. Irritability
6. Concentration/thinking problems
7. Tearful/emotional/upset feelings
8. Feelings of being overwhelmed/stressed/swamped
9. Feelings of hopelessness
10. Emotional numbness
11. Avoidance -  discussing material with clients
12. Avoidance -  discussing material with colleagues
13. Avoidance of thinking about material
14. Avoidance of media reports of traumatic events
B: Coping
1. Idea that detachment is necessary to do the job
2. Difficulty in separating clients who have experienced trauma from others (ie all 
have had some trauma)
4. Idea that clients with long term problems often have the most traumatic histories
5. Idea that the volume of cases can affect ability to cope
6. Perception that reactions noticed are different to general stress
7. Idea that a match between the client’s trauma and an issue that is resonal for the 
therapist makes things worse
8. Idea that being effective as a therapist is means you are less likely to be affected 
by what you hear
C: Changes though to be related to working with people who have experienced 
trauma.
1. Professional development/growth
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2. Personal development/growth
3. A fear of permanent negative effects from doing the work
4. View of self as less innocent or trusting
5. Behavioural changes
6. Restricted discussion of trauma related material in social life/restricted social life
7. View of the world altered
8. Perceptions of good and evil altered
9. Estimations of danger altered
D: Service related issues
1. More supervision required
2. Discussion with colleagues helpful
3. Personal therapy undertaken to deal with issues arising from the work 
More management awareness of issues required.
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Appendix K 
PSS-SR Scores
N Median Mean Standard
Deviation
Minimum
Score
Maximum
Score
Severity 10 4 6.30 6.75 0 21
*Distress 10 4 6.80 7.77 0 23
Severity Ever 10 3.50 3.80 1.99 1 7
Severity Last 
Month
10 1 1.30 1.57 0 4
*Ever
Experienced
Symptom
10 10 10.10 4.01 4 16
*Measures added by Allt (1999)
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Appendix L
7^  ^December 2000
Dear Emma
Re: Presentation about Research
Thank you very much fo r  presenting your Research about th e  traum atic e f fe c ts  of clinical 
work on Clinical Psychologists on 13”'  Septem ber 2000. The presentation was of g rea t 
in te res t to  all o f us within th e  Clinical Psychology and Learning Disabilities Specialty and 
led to  some lively discussion. We all f e lt  th a t  th e  presentation was very clear, appropriate 
fo r  th e  audience and suitably thought provoking. Thanks again.
Yours sincerely
C hartered Clinical Psychologist
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“...My dad says I’m ‘Up syndrome’ not ‘Down syndrome’....”  ^ Denial, parental 
attitudes and social construction in the self-concept of people with learning
disabilities.
Literature Review 
Year 2
Psych D Clinical Psychology 
July 2001
Anya Souza in Goodiey, 2001, p217
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Introduction
Currently, people living in Britain, who achieve an observed score of 70 or below on a 
test of intellectual functioning, and who are observed to show some ‘impairment of 
adaptive functioning’, may be diagnosed with ‘mental retardation’ according to both ICD- 
10 and DSM-IV criteria (APA, 1994; WHO, 1992). In addition those diagnosed may be 
further classified as mildly, moderately, severely or profoundly retarded. In Britain the 
term ‘people with learning disabilities/difficulties’ has replaced that of ‘mental handicap’ 
in legislation and current NHS and social service practice. Most people classified as 
having a learning disability are classified as mildly disabled (APA, 1994; WHO, 1992). 
For the majority of people classified as having a learning disability the aetiology of their 
impairment is unidentifiable (Goodiey, 2001).
Many authors have now chronicled the multiplicity of ways in which people with learning 
disabilities can be seen to be a stigmatised group of people (Finlay & Lyons, 2000;
Davies & Jenkins, 1997; Szivos-Bach 1993; Reiss & Benson, 1985; Edgerton 1963). 
Indeed the degree of stigma associated with the term (and others such as mentally 
handicapped and mentally retarded) is such that it has been accorded a ‘master status’. 
That is, it is a label that is held to influence every aspect of social interaction and social 
identity (Davies & Jenkins, 1997). Once applied a ‘master status’ label ‘becomes the 
central focus of how others relate to you’ (Bogdan, 1980, p77).
Several studies have examined the self-concept of people with learning difficulties in 
relation to ‘their’ label or diagnosis. Finlay (1999) in a detailed and comprehensive 
review of the field reports that the ‘general conclusions’ in the literature are as follows: 
people with learning difficulties are aware of their label, they understand that they are 
viewed negatively by others and they accept this evaluation. In order to deal with the 
trauma of their ‘spoiled identity’ (Goffman, 1963) they may deny that they have a 
learning disability in order to preserve some vestige of their self-esteem. (Castles, 1996; 
Harris, 1995; Szivos-Bach, 1993; Gibbons, 1986; Edgerton, 1963).
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Edgerton initially proposed the ‘denial’ hypothesis in his 1963 study ‘The Cloak of 
Competence’. The study has been both widely praised and cited for it’s attempt to 
understand the ‘everyday lives’ of people with learning disabilities, to ‘see them with 
their own eyes and hear them in their own words’. ‘Never is mental retardation admitted’ 
reported Edgerton (1963, p207).
However, as Finlay and Lyons (2000), Davies and Jenkins (1997), Bogdan (1980) and 
Bogdan and Taylor (1976) amongst others, have argued, the ‘denial’ hypothesis 
(motivated avoidance of the term), is only one interpretation that can be made when a 
person with learning disabilities says that they do not have a learning disability. Indeed 
‘denial’ in this context is an inferred not an observable response. In addition more recent 
studies have found a mixed pattern of understanding and application of the term amongst 
people with a learning disability. For example, some have observed people endorsing the 
label as a description of themselves, others apply the term to others but not to themselves, 
others apply it to themselves but not do not appear to find it particularly salient, others do 
not recognise the term at all (Finaly & Lyons, 1998, 2000; Davies & Jenkins, 1997; 
Jahoda, Markova & Cattermole, 1988 and Zetlin & Turner, 1984).
A number of authors have recently interpreted the above findings as ‘evidence’ of the 
process(es) of social construction at work in self-concept (Finlay & Lyons, 2000, in press; 
Rapley, Reiman & Antaki, 1998; Davies & Jenkins, 1997; Bogdan, 1984). They argue 
that the concept of learning disability is a socially constmcted one, and is as such a 
relative phenomenon. For example, ‘the statistical plotting of a normal curve of 
distribution has probably been the single most influential factor in the definition and 
creation of a category of persons known as ‘mildly mentally retarded’. Before the advent 
of the bell-shaped curve, the category simply did not exist’ (Jenkins, 1998, pi 7) and when 
the American Association on Mental Deficiency dropped the category of ‘borderline 
retardation’ from their classification system ‘people were cured overnight’ (Goodiey, 
2001). Finlay and Lyons (in press) suggest that “If we accept that different groups within 
society have different understandings of the category, and only professionals, with the use
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of specialist technologies, are able to decide who should be members, then we must allow 
the possibility that the participants here are not reacting to a self-evident truth about 
themselves and others in their environment, but they may simply construct the category 
differently” (pi9). This explanation suggests that the apparent discrepancy between a 
persons self-concept and assigned group identity may arise as a consequence of a clash 
between the social realities of researcher and participant (Finlay & Lyons, in press).
An acceptance of this position would involve what probably amounts to a ‘paradigm 
shift’ in the field. Explanations built upon concepts of denial and those that appeal to 
social construction involve significant differences in underlying epistemology. It is not 
simply a matter of choosing between competing hypotheses. However such issues are not 
always made explicit in individual studies. This review will critically examine the 
literature that has investigated how people with learning disabilities conceive of ‘their’ 
label whilst considering the implications of the differing ideologies that guide research.
Methods, Methodologies, Models and Epistemologies - Terminology
This review will assume these definitions of the following terms: - 
Method - a particular research strategy or technique.
Methodology - A theoretical analysis defining a research problem and how research 
should proceed.
(Taken from Coyle 2001unpubl.)
Model - This term is used in a wide variety of ways within psychological research, often 
according to the level of explanation attempted (see Salthouse, 1991 and Llewellyn & 
Hogan, 2000.) In this essay it is used to describe a collection of assumptions and theories 
used to guide hypothesis generation. As such it involves a mix of methodology and 
epistemology.
Epistemology - A set of assumptions concerning the origin, nature and limits of human 
knowledge (from Reber 1985).
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Methods, Methodologies, Models and Epistemologies - Research with people with 
learning disabilities
“There is no evidence that before the work of Robert Edgerton in the 1960’s, anyone had 
tried to access or represent the voices of people with learning difficulties in research 
terms...people with learning difficulties were tested, counted, observed, analysed, 
described and frequently pathologised, but never asked for their views” (Walmsley, 
2001.)
Historically, research carried out with people with learning disabilities has almost 
exclusively used quantitative methods, within the framework of a medical model of 
disability, which itself is grounded in a realist epistemology. The medical model has been 
described as the ‘main approach to understanding disability including learning disability’ 
(Johnston, 1994 in Llewellyn & Hogan, 2000, pi 58). This model, which itself developed 
out of the disease model in medicine, assumes that all disability results from an 
individual’s physiologically based pathology. This is what Shakespeare has termed the 
‘personal tragedy model of disability’ (Shakespeare & Watson, 1997). The focus of 
treatment (and as such research) is firmly directed towards the affected individual 
(Llewellyn & Hogan, 2000). The underlying epistemology is realist - empirical 
methodology will lead to the ‘discovery’ of objectively defined facts or reality (Murray & 
Chamberlain, 1999). Recently this model and associated method, methodology and 
epistemology have been challenged both within disability research and in psychology 
more generally.
In psychology, researchers initially critical of the ‘legitimacy and adequacy’ of 
quantitative methods developed a critique (or critiques) that extended to their underlying 
epistemology. For example, social constructionists challenge the notion that there is an 
absolute truth or reality to be revealed by research methods. They conceive of ‘reality’, 
not as a fundamental entity but as something that is constructed between researcher and 
participant and which is shaped by language (Murray & Chamberlain, 1999).
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The ‘social’ model of disability dictates “disability only exists in so far as it is socially 
constructed and imposed upon people with impairments” (Hutchison, 1995 in Llwellyn 
and Hogan, 2000, p i58). The ‘disability’ originates in social responses to people with 
impairment. Initially researchers working from this model firmly rejected any attempt to 
investigate aspects of impairments (Goodiey 2001). Impairment was defined in the 
UPIAS (1976) ‘Fundamental Principles’ document as ‘lacking part or all of a limb, or 
having a defective limb, organism or mechanism of the body’ (UPIAS, 1976, quoted in 
Oliver, 1990, quoted in Goodiey, 2001, p208). Disability could only be addressed through 
social change. ‘Second wave’ disability researchers have sought to construct social 
models of impairment (Goodiey, 2001) and people with learning disabilities have recently 
been ‘embraced’ by disability researchers working from a social model of disability 
(Walmsley, 2001). In fact, notions that learning disability as an impairment might be a 
socially constructed one have been in evidence since the beginning of the development of 
intellectual testing (see Gould, 1981 for an historical review.)
Some clinical practitioners working from the perspective of a medical model of disability 
have suggested that social models of disability are themselves a ‘denial’ of ‘objective 
truths’ concerning ability (Hutchison, 1995 in Llewellyn and Hogan, 2000).
Studies finding support for the ‘denial hypothesis’ to explain the apparent 
discrepancy between self-concept and assigned group identity.
Edgerton’s 1963 ethnography ‘The Cloak of Competence’ aimed to deliver an insider’s 
perspective on the ‘everyday lives’ of 48 people with mild learning disabilities who had 
been discharged from a large institution and were living independently in their 
communities. The use of qualitative methods was matched, at least initially in the 
introductory chapter, with a conception that ‘mental retardation’ was a relative concept, 
the origins of which could be environmentally determined, “most mental retardation is 
mild retardation and mild retardation is a social phenomenon through and through” (p6). 
The study is an influential one and is often praised for its aims and the degree of empathy 
that Edgerton is held to have shown towards his participants. His conclusions are
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powerfully stated. For example, that the label of mental retardation “serves to lower 
one’s self esteem to such a nadir of worthlessness that the life of a person so labelled is 
scarcely worth living” and “Hence, their lives are directed toward the fundamental 
purpose of denying that they are in fact mentally incompetent” (pi45).
However, it is argued that the use of qualitative methods in this study does not give the 
reader access to, or represent the voice of, his participants. Edgerton’s overriding 
theoretical preoccupations obscures their voices. His a priori commitment to ideas about 
stigma and the way that this is managed (i.e. ‘denial’) is all encompassing. The 
experience of belonging to a stigmatised group is held to dominate every aspect of his 
participant’s lives “without an understanding of this [I e. Edgerton’s ]  point there can be 
no understanding of their lives” (p208).
The study is rooted in a medical approach to his participants’ disabilities. Their pathology 
is two-fold, a learning disability and a psychological need to deny the reality of their 
condition. Despite the remarks he makes in the introductory chapter, he never challenges 
the validity of the concept o f ‘mental retardation’ his assumption is always that the real 
reason that people were institutionalised was their disability (Bogdan, 1980). The use of 
experiential accounts is not necessarily inconsistent with the use of the medical model. 
What is inconsistent is his claim to represent the views of his participants by the use of 
qualitative methodology and yet consistently undermining their attempts to ‘explain and 
interpret’ (Gerber, 1990) in his comments on the text. It should also be stressed that 
Edgerton’s participants did not ‘deny’ that they experienced problems in adjusting to 
community life or that they had specific problems with certain intellectual tasks. 
However, Edgerton finds that his participants frequently made reference to the idea that 
they were incarcerated for reasons other than their intellectual competence and were 
subsequently intellectually disadvantaged by the depriving environment of the institution. 
Edgerton terms this ‘the excuse’, “and so the excuse continues” he adds to one persons 
testimony “with variation, for as long as anyone will listen” (p71, cited in Bogdan, 1980).
205
Literature Review
The epistemology is realist and the model medical. A participant can never plausibly 
challenge a ‘diagnosis’; the ‘truth’ or ‘reality’ is that they ‘are’ mentally retarded, their 
perspective on this is necessarily an excuse or a rationalisation - a denial. His thesis is that 
they deny an objective truth- their learning disability. It should be noted that 14 of his 48 
participants had an observed IQ of over 70. Within Edgerton’s framework, this might 
have meant that at least these people’s claims not to be disabled should have been 
examined. But Edgerton does not exclude them from the sample or distinguish them in 
the text, arguing that he could find no difference between them and the rest of his sample 
in terms of ‘competence’ after discharge. Edgerton does not consider that the 
environmental (institutional) origins of their difficulties might have had some basis even 
for these people?
Gerber (1990) warns of the danger of indulging in the ’fallacy of anachronism’ when 
approaching Edgerton’s work. However the critiques offered here are essentially 
methodological - that his overarching commitment to a theory (denial) was not supported 
by the text. That his use of qualitative methods to examine their self-concept ‘through 
their eyes’ was inconsistent with a realist epistemology and medical model that assumes a 
priori that their label is an objective reality. In addition, the claims he makes in his 
introduction, concerning the social nature of learning disability, are contradicted by his 
refusal to consider that any of his participant’s accounts of the reasons for their 
institutionalisation, or their subsequent difficulties, lay in social or environmental 
disadvantage.
Denial as psychological concept, has its oots in psychoanalytic thought (Finlay and 
Lyons, in press) where it is construed as a defensive mechanism used to deal with 
psychological pain. This review will not attempt a critical examination of the concept as a 
psychoanalytic construct. However, the concept of denial of has been applied by 
psychoanalytic theorists to the subject of people with learning disabilities and their 
assigned group identity. Sinason (1992) for example, holds that in order to deal with the 
trauma of realisation of intellectual disability and it’s associated stigma, people with
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learning disabilities may develop a secondary handicap. She reasons that “When we look 
at the emotional experience of mental handicap we are automatically looking at loss and 
trauma” (p23) and the handicap itself can be experienced by the individual and those 
around as traumatic” and fijrther that ‘trauma can cause handicap”.
Implicit in these views is the assumption that people accept that they have a learning 
disability and that it is automatically a source of trauma to them (Finlay, 1999). This is at 
odds with those studies that have found that some people may accept the term learning 
disabled as applicable to themselves, but who do not appear to find it particularly salient 
(i.e. Finlay & Lyons, 2000; Zetlin & Turner, 1984). The difficulty is that denial in the 
psychoanalytic sense i^  an unfalsifiable hypothesis. It may always be imputed when 
people do not appear to suffer untowardly fi*om their experience as being disabled, or 
when they do not accept that they are disabled. Both quantitative and qualitative methods 
are ‘powerless’ to demonstrate conclusively that this process is not at work.
This is not to argue that people with disabilities do not experience psychological pain as a 
result of their disability. Studies by Finlay and Lyons (1998), Mattikka (1996) and 
Szivos-Bach (1993), have all found a quantitative relationship between awareness of 
disability or stigma attached to the label and low self-esteem. However, evidence of a low 
self-esteem associated with endorsement of the label as applicable to self, is not evidence 
of trauma and motivated denial in people who do not endorse the label.
This is further illustrated by Reiss and Benson (1984) who present 3 brief ‘case histories’ 
of people with leaning disabilities who presented at their clinic for ‘emotionally disturbed 
outpatients’. They do not say why they have chosen to present these particular people, or 
how representative they are of people that present at their clinic. The case studies are 
presented largely in the third person, with minimal support fi'om quotations. Reiss and 
Benson argue that people with mild and moderate learning disabilities show a high level 
of awareness of the negative social reality of being learning disabled and that it impacts 
significantly upon their mental health.
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Their first case, who has a dual diagnosis of oppositional disorder, reported feeling sad 
when called a ‘retard’. However the authors present no evidence that this label was one 
that their client accepted as ‘true’ of herself. In fact she attributes her recorded frustration 
with literacy and numeracy to not having learned this at school. Their second case is a 
man who has a diagnosis of schizophrenia. Ignoring the evidence that suggests that 
schizophrenia is associated with a decline in performance on intellectual tests (see Frith, 
1992 for discussion). Reiss and Benson report that this man is aware that people treat him 
with ‘suspicion and ridicule’ and that he feels disappointed that he has not been able to 
leave home as his siblings have. They make no reference to the impact that being 
diagnosed with schizophrenia may have had on this man’s perceived ‘negative social 
realities’, or that he believes himself to have a learning disability. Their third case has 
‘dysthymic disorder’. This man is reported to have been ridiculed for attending special 
school, to be unhappy with his job, hopeless about his future prospects and thought ‘not 
smart enough’ by his bosses. Again the observation that people who have been labelled as 
learning disabilities are aware of having been so labelled, and are aware of the stigma 
attached to this, does not mean that they necessarily believe themselves to be learning 
disabled. They may reject the label. The associated emotional disturbance that Reiss and 
Benson point to may have any number of origins and might conceivably (in the people 
with oppositional disorder and depression cited) arise from feeling that they are unfairly 
labelled.
More recently Harris (1995) cites three studies (Oliver, 1986; Jahoda et al, 1988 and 
Booth & Simons, 1989) as evidence that people with learning disabilities are aware of the 
stigma attached to this group identity and that the consequence of this awareness is 
‘unremittingly negative for their self esteem’ and leads such people to ‘distance 
themselves from their group’. These ‘low levels of group identifications’ or ‘subjective 
exits’ from group membership (see Finlay and Lyons, 1998, 2000 for detailed discussion) 
are essentially reformulations of the denial hypothesis (as applied to this particular topic). 
They imply motivated psychological avoidance. People are held not to identify with the
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group or label because of the consequences to their self-concept. There is no conceptual 
room for people to simply not believe that they are Tike’ this target group, in a ‘pattern 
matching’ sense. There are thus similar problems to those associated with denial in terms 
of falsification of these hypotheses. What data, quantitative or qualitative could be 
collected that would differentiate between ‘motivated avoidance’ of stigmatised group 
membership and failure to recognise that one belonged in that group? If the researcher, 
whatever their methodological orientation believes that target group to be stigmatised 
then any reluctance to be associated with the group (once assigned to it) may be construed 
as motivated avoidance.
Studies suggesting alternative explanations for the apparent discrepancy between 
self-concept and assigned group identity.
The following section will examine a range of studies, grouped together in this instance 
purely because they do not posit the denial hypothesis as the sole explanation of why a 
person with learning disabilities may not think of themselves as learning disabled.
The ‘parental telling’ hypothesis.
The ‘parental telling’ hypothesis essentially argues that what people with learning 
disabilities believe about their disability is largely a function of what their parents, or 
significant carers tell them about it. Some authors believe that this is not inconsistent with 
the denial hypothesis. That is that significant others will help to maintain the learning 
disabled person’s self-esteem by not revealing or limiting discussion of their disability 
with them (i.e. Zetlin & Turner, 1984; Todd & Sheam (1997). Such studies are grounded 
in a medical model and a realist epistemology. Others (Finlay, 1999; Davies and Jenkins, 
1997) argue that people with learning disabilities do not have access to the cultural 
discourse about learning disabilities that are available to the non-learning disabled. This 
results in people with learning disabilities being disproportionately reliant on 
parents/carers (or ‘local discourse’) for how they construct the category of learning 
disabled. For example Davies and Jenkins argues that people with learning disabilities
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have an experiential knowledge base of what it is like to be themselves and ‘different’ 
and discriminated against, but that the . incongruence between their categorical 
identity as someone with learning difficulties and their self-identity....is based almost 
entirely in discursive relationships”. These interpretations do not assume that the 
construction of self-identity here is necessarily motivated by an attempt to preserve self­
esteem.
Zetlin and Turner (1984) present evidence that people with learning difficulties will use 
four varieties of ‘self presentation tactic’ as coping strategies to deal with their 
stigmatised group identity. Using a sample of 12 people with learning disabilities they 
identified ‘Acceptors’ who agree with the application of the label to self, but for whom it 
does not seem to be a salient feature in their self-worth. ‘Qualifiers’ who for example 
rejected the label ‘mentally retarded’ and preferred ‘mildly handicapped’ and who 
focused on difficulty with specific tasks. ‘ Vacillators’ who reject the word retarded but 
accepted terms like ‘slow’ and ‘Deniers’ who did not feel that they were at all disabled. 
People were classified according to the ‘modal’ attitude they presented in interview. 
Inter-rater agreement was at 81%, but the authors do not reveal how often or how 
consistently people responded with their ‘modal attitude’. In fact they warn that these 
self-presentation tactics varied depending on circumstance. Zetlin and Turner go on to 
suggest that their participants’ attitude towards their disability is ‘largely a ftinction of 
parental attitude’. However they present no indication of how regularly parental attitude 
agreed with the self-identity of participants, and do not present any ‘deviant cases’ (i.e. 
where the classification of participant attitude conflicted with parental attitude).
Davies and Jenkins (1997) used a qualitative approach with 53 young adults with learning 
disabilities. They were also interested in the variety of understandings that their sample 
had regarding terms such as ‘learning difficulties and mental handicap’. Their content 
analysis found that 42% of their sample did not recognise these terms. 30% provided a 
definition but excluded themselves from the category. 13% included themselves in their 
understanding but in a way that was partial or unclear. 9% gave a definition that included
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them self and 6% distinguished between mental handicap and learning difficulty and only 
included themselves in one category. They concluded that the relative lack of 
understanding in their sample came about as a result of their participants being “almost 
entirely dependent upon their primary carers, usually their parents.. .for their 
understandings of these labels”. They go on to argue that ‘most’ parents avoided 
discussion of their offspring’s disabilities and that “Limited or partial explanations gave 
rise to the rather idiosyncratic notions that some young people hold”. However substantial 
support for this position was not provided in the paper. Only two direct examples of 
parental/offspring communication on the subject of disability are matched with the 
offspring’s interpretation of their disability. The authors used a content analysis on 
interview data with the learning disabled participants, but do not present this for the 
parental/carer data.
There are two studies which argue against the ‘parental telling’ hypothesis. Jahoda, 
Markova and Cattermole (1988) interviewed 12 people with a learning disability and their 
parents and carers. They divided people up into those who identified with ‘handicapped 
people’ (n=3) and those who thought of themselves as essentially different (n=9). They 
found a statistically significant discrepancy between mothers’ classification of their 
offspring’s. However they provide no account of what the mother’s in this sample have 
directly discussed with their offspring about their learning disability. Cunningham, Glen 
and Fitzpatrick (2001) directly examined what the parents of 77 people with 
Down syndrome communicated to their offspring about their disability. However they 
found that awareness of Down syndrome or disability was better predicted by verbal 
mental age, in a logical regression analysis and that parental telling had little extra effect. 
However, verbal mental age was itself a factor in parental telling. The mean verbal mental 
age of offspring who had been told was significantly lower that those who had been told. 
The authors argue that their results support a developmental model of social awareness.
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The social construction hypothesis-
Prior to Bogdan and Taylor (1976) and Bogdan (1980) several authors had suggested that 
learning disability could be a socially constructed category (see Gould, 1981). However 
these authors were probably the first to explicitly suggest that people with learning 
disabilities might also socially construct this category and integrate the results into their 
self-concept and ‘judge’ other people with learning disabilities according to it. They also 
point out the importance situational context. For example in closed institutional life ‘high 
grade’ or ‘low grade’ may be more salient as categories that simply ‘learning disabled’. 
That is these differentiated categories carry the ‘master status’ and order their 
construction.
Raply, Kieman and Antaki (1998) present a version of the social construction hypothesis 
that incorporates aspects of a motivated self-presentation hypothesis. They cite Potters’ 
view that “category entitlement is not a fact of nature” (1996, pi 37) and that self­
categorisation may change to meet “moment- by-moment exigencies of conversational 
interaction”. These exigencies may include the need to ‘save face’ in conversational 
interaction and thus are not entirely divorced from ideas of denial. Here the participant is 
held to ‘know’ that the interviewer ‘knows’ that they have been assigned to a social 
category. However they argue that these self-presentation techniques (or passing) are part 
of an entirely normative social tendency to ‘do’ ‘being ordinary’.
Finlay (1999) and Finlay and Lyons (1998, 2000, in press) present the most coherent, 
persuasive arguments for a social construction interpretation of the reasons why a person 
with learning disabilities might experience a discrepancy between their self and assigned 
group identity. Significantly he acknowledges that category construction may also be 
motivated by self-esteem considerations, but points out that for this explanation to hold, 
people with learning disabilities would need to have shared ‘our’ ‘real’ construction of it 
initially and then moved away from it, i.e. “that the participant has ‘re’ defined rather than 
simply defined it” in order to rebuild self-esteem. Thus the explanation offered by Raply,
 ^Lack of space prevents a detailed examination of the studies presented in this section. In the major 
research project a full consideration would be given in a separate chapter
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Kieman and Antaki (1998), can be seen to involve persons with a learning disability 
‘knowing’ that their conversational partner has assigned them a category membership that 
is not ‘ordinary’, to accept that this is not an ideal self-presentation and they then manage 
this by renegotiating categorisation in the interaction. This involves an interpretation that 
may not be directly supported by the text. For example presumably if a person with 
learning disabilities says that they do not understand this or related terms ignorance here 
is constmed as a preferable self-presentation to developing a conversation that they 
‘know’ may lead to loss of face. Finlay and Lyons (in press) suggest that this continues to 
rely on a constmction on the part of researchers of ‘people with learning disabilities’ as a 
discrete or ‘bounded’ category that has psychologically distressing implications for self- 
concept. The constmction of self-concept is a motivated constmction determined by 
prevailing norms for self-presentation. Whereas “if we see [learning disability] as an 
arbitrary, administrative, entity, culturally and historically variable and difficult to 
perceive, then we may accept denial at face value.” (p22). That is, accept what the person 
with a learning disability is telling us.
Conclusions
In presenting these three categories of hypothesis (denial, parental telling and social 
constmction) to account for apparent discrepancies between self-concept and assigned 
group categorisation in people with learning disabilities, it has been argued, that the 
denial hypothesis is essentially unfalsifiable (by the standards of their own empirically 
and realist driven methodologies). That the parental telling hypothesis has not been 
adequately supported by the text and that theories of social constmction are not unified 
and may contradict each other.
Practice implications
There are several implications for evidence based practice in clinical psychology that 
arise from the studies reviewed here. Firstly what the clinical psychologist tells a client 
before and after assessments of intellectual function and adaptive functioning may be 
important in how that person understands and constmcts his or her identity, if they are
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assigned a learning-disabled group identity. This also has implications for informed 
consent for both these procedures. For example are people explicitly told that they may be 
labelled as learning- disabled if they achieve a certain score on tests? It is likely that the 
information given to clients around the testing procedure will contribute to their available 
discourse about this identity. Secondly it should not be assumed that any client seen 
within a learning disability service is aware of or accepts that have a learning disability. 
For example, in a therapeutic situation, it cannot be assumed that the label is a source of 
trauma to people. This would apply to therapists of any therapeutic orientation. It might 
also be advisable to explore these issues in candidate selection for group work with this 
client group. In addition as producers of research clinical psychologists may need to start 
to address this issue of inclusive research in learning disabilities. Inclusive research is 
suggested by a social model of disability that insists that disabled people should not 
simply be the ‘objects of research’ but they should be involved in all aspects of the 
research process. This approach is staring to be required by some funding bodies, such as 
the Joseph Rowntree Foundation (Walmsley, 2001).
Suggestions for future research
Indications from some studies reviewed above that people with learning disabilities may 
have different understandings of terms such as ‘learning disabilities/mental 
handicap/mental retardation’ are highly significant. However to explore the contributions 
that this understanding makes to self-concept, the research question may need to be a 
little more direct. At the heart of these terms are issues about intelligence and 
competence. Future research is suggested here, that will explore the conceptions of what 
people with learning disabilities believe makes someone intelligent or clever or 
competent irrespective of their social categorisation.
214
Literature Review
References
American Psychiatric Association. (1994). Diagnostic and statistical manual o f mental 
disorders Edition). Washington DC: Author
Bogdan, R. (1980). What does it mean when a person says, “I’m not retarded”? Education 
and Training o f the Mentally Retarted, 15, 74-79
Bogdan, R. & Taylor, S. (1976). The judged, not the judges. An insiders’ view of mental 
retardation. American Psychologist, Jan, 47-52
Booth, T. & Simons, K. (1989). Whose terms? Community Care, 5 Oct, 19-22.
Castles, E.E. (1996). “We’re people first”: The social and emotional lives of individuals 
with mental retardation. Westport, Conn: Praeger.
Coyle, A. (2001) Unpublished lecture notes.
Cunningham, C.C., Glenn, S. & Fitzpatrick, H. (2000). Parents telling their offspring 
about Down syndrome and disability. Journal o f Applied Research in Intellectual 
Disabilities, 13, 47-61.
Davies, C.A. & Jenkins, R. (1997). ‘She has different fits to me’: how people with 
learning difficulties see themselves. Disability and Society, 12, 95-109.
Edgerton, R.B. (1967). The cloak o f competence. Stigma in the lives o f the mentally 
retarded. Berkley: University of California Press.
Finlay, M. & Lyons, E. (1998). Social identity and people with learning difficulties: 
implications for self-advocacy groups. Disability and Society, 13, 37-51.
215
Literature Review
Finlay, W.M.L. (1999). Unpublished Doctoral Thesis.
Finlay, W.M.L. & Lyons, E. (2000). Social categorizations, social comparisons and 
stigma: presentations of self in people with learning difficulties. British Journal o f Social 
Psychology, 39, 129-146.
Finlay, W.M.L.& Lyons, E (in press). Category identification and construction in stigma: 
Problems with this interpretation of denial in “people with learning difficulties.” British 
Journal o f Social Psychology
Flynn, M. & Knussen, C. (1986). What it means to be labelled. Social Work Today, June 
16,
Frith, C. D. (1992). The Cognitive Neuropsychology o f Schizophrenia. Hove: Lawrence 
Earlbaum Associates.
Gerber, D.A. (1990). Listening to disabled people: the problem of voice and authority in 
R.B. Edgerton’s The Cloak o f Competence. Disability, Handicap and Society, 5, 3-23.
Gibbons, F.X. (1986). Social comparison and depression: company’s effect on misery. 
Journal o f Personality and Social Psychology, 5, 140-158.
Goffman, E. (1963). Stigma. Englewood Cliffs, NJ: Prentice Hall.
Goodiey, D. (2001). ‘Learning difficulties’, the social model of disability and 
impairment: chellenging epistemologies. Disability and Society, 16, 207-231.
Gould, S.J. (1981). The mismeasure o f man. London: Penguin Books.
216
Literature Review
Harris, P. (1995). Who am I? Concepts of disability and their implications or people with 
learning difficulties. Disability and Society, 10, 341-351.
Hutchison, T. (1995). The classification of disability. Archives o f Disease in Childhood, 
73, 91-99.
Jahoda, A., Markova, I. & Cattermole, M. (1988). Stigma and the self-concept of people 
with a mild mental handicap. Journal o f Mental Deficiency Research, 32, 103-115.
Jenkins, R. (1998). Questions o f competence: culture classification and intellectual 
disability. Cambridge: Cambridge University Press.
Johnston, M. (1994). Models of disability. The Psychologist, May, 205-212.
Llewellyn, A. & Hogan, K. (2000). The use and abuse of models of disability. Disability 
and Society, 15 ,157-165.
Matikka, L.M. (1996). Effects of psychological factors on the perceived quality of life of 
people with intellectual disabilities. Journal o f Applied Research in Intellectual 
Disabilities, 9, 115-128.
Murray, M. & Chamberlain, K. (1999). Qualitative health psychology. Theories and 
methods. London: SAGE Publications.
Oliver, M. (1986). Self concept assessment. A case study. Mental Handicap, 14,24-25.
Oliver, M. (1990). The politics o f disablement. Basingstoke: Macmillan.
Potter, J. (1996). Representing Reality: discourse, rhetoric and social construction. 
London: Sage.
217
Literature Review
Rapley, M., Kieman, P. & Antaki, C. (1998). Invisible to themselves or negotiating 
identity? The interactional management of ‘being intellectually disabled’. Disability and 
Society, 13, 807-827.
Reber, A. (1985). The Penguin dictionary o f psychology. London: Penguin Books
Reiss, S. & Benson, B.A. (1984). Awareness o negative social conditions among mentally 
retarded, emotionally disturbed outpatients. American Journal o f Psychiatry, 141, 88-90.
Salthouse, T.A. (1991). Theoretical perspectives on cognitive aging. Hillsdale: Lawrence 
Erlbaum Associates
Shakespeare, T. & Watson, N. (1997). Defending the social model. Disability and 
Society, 12,293-300.
Sinason, V. (1992). Mental handicap and the human condition. New approaches from the 
Tavistock. London: Free Association Books.
Szivos-Bach, S.E. (1993). Social comparisons, stigma and mainstreaming : The self 
esteem of young adults with a mild mental handicap. Mental Handicap Research, 6,217- 
236.
Todd, S. & Sheam, J. (1997). Family dilemmas and secrets: parents’ disclosure of 
information to their adult offspring with learning disabilities. Disability and Society, 12, 
341-366.
Walmsley, J. (2001). Normalisation, emancipatory research and inclusive research in 
learning disability. Disability and Society, 16, 187-205.
218
Literature Review
World Health Organisation (1992). ICD-10 classification o f mental and behavioural 
disorders: Clinical description and diagnostic guidelines. Geneva: World Health 
Organisation.
Zetlin, A.G. & Turner, J.L. (1984). In R.B. Edgerton (Ed.). Lives in process: mildly 
retarded adults in a large city. Washington: American Association on Mental Deficiency.
219
Major Research Project
Intellectual assessment and intelligence: what do clinical psychologists tell people 
with learning disabilities and how do people with learning disabilities conceptualise
intelligence?
Major Research Project 
Year 3
Psych. D Clinical Psychology 
July 2003
220
Major Research Project
Abstract
Research has indicated that what people with learning disabilities are told about their 
disability can have an impact on their identity as disabled people. Evidence of an 
intellectual impairment is mandatory for a professional diagnosis of learning disability. 
However, some people with learning disabilities appear to understand their diagnostic 
label in a way that is inconsistent with professional accounts. The present research 
consists of two studies. Study 1 used semi-structured interviews and content analysis to 
examine how twenty-one clinical psychologists explain intelligence and intelligence tests 
to people with learning disabilities. Study 2 used semi-structured interviews and 
interpretative phenomenological analysis to examine how eight people with learning 
disabilities conceptualise intelligence. The results from study 1 indicated that the majority 
of clinicians did not use the word ‘intelligence’ when carrying out an intellectual 
assessment. They most typically explained the rationale and the results of the assessment 
in terms of strengths and weaknesses. They did not always refer to an overall level of 
intellectual ability. Implications for informed consent to intellectual assessment are 
discussed. The results from Study 2 indicated that the participants, like non-learning 
disabled people, believe that intelligence is related to cognitive abilities. However when 
explaining their own intelligence, or that of other people with a learning disability they 
sometimes refer to non-cognitive factors and specific strengths and weaknesses rather 
than an overall level of ability. This discrepancy is discussed. The implications of both 
studies for communication in clinical practice are discussed and suggestions for future 
research are outlined.
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Introduction 
Awareness of learning disability
At present there are several classificatory systems available with which to identify an 
individual as having a learning disability^ (e.g. American Association on Mental 
Retardation, 1992; World Health Organisation, 1992 (lCD-10); American Psychiatric 
Association, 1994 (DSM-IV); Department of Health, 1998). All of these systems require 
the following to be observed: a significant impairment of intellectual functioning, a 
significant impairment of adaptive functioning, and that the onset of impairment occurred 
before adulthood (see British Psychological Society, 2000).
Recent research has indicated that many people in receipt of services for people with 
learning disabilities do not use ‘their’ diagnostic label to describe themselves (Castles, 
1996; Harris, 1995; Szivos-Bach, 1993; Mest, 1988, Gibbons, 1986). Several studies have 
reported that many people diagnosed with a learning disability either show no awareness 
of the label (or related terms used denote the label) or do not feel that these terms 
correctly describe themselves (Castles, 1996; Harris, 1995; Szivos-Bach, 1993; Mest, 
1988, Gibbons, 1986; Edgerton, 1963).
Other studies have found a rather more mixed pattern within their samples (e.g. 
Cunningham, Glen & Fitzpatrick, 2000; Finlay & Lyons, 1998, 2000; Davies & Jenkins, 
1997; Jahoda, Markova & Cattermole, 1988 and Zetlin & Turner, 1984). In these studies 
some people do not recognise the term; others use the terms to describe other people, but 
not themselves. Some endorse the label as applicable to themselves, whilst others agree 
that the label describes themselves, but do not find it an especially salient aspect of self­
description.
' Currently in the UK, the terms ‘learning disability or disabilities’ have been identified as those most 
frequently used within health and social care settings (British Psychological Society, 2000), This term will 
be adopted throughout the present study to indicate the diagnostic categoiy. The term ‘mental retardation’ is 
used to denote the diagnostic category in both DSM-IV (A?A, 1994) and ICD-10 (WHO, 1992) and is still 
commonly used in North America (British Psychological Society, 2000). People First (an international self- 
advocacy organisation) favour the term ‘people with learning difficulties’ (People First, 1992)
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Furthermore, when some people with learning disabilities are asked to describe the 
characteristics of people with learning disabilities, they refer to physical disability or 
sensory impairment, or to the inability to perform specific tasks, but they do not refer to 
an intellectual impairment. This is in contrast with professional use of the label where 
evidence of intellectual impairment is mandatory for a diagnosis.
The interpretation of these studies is made difficult where researchers have examined the 
use of different terms to describe the diagnostic category. For example, Bogdan and 
Taylor (1976) used the term ‘retarded’. Davies and Jenkins (1997) looked at awareness of 
the terms ‘mental handicap’ and ‘learning disability’. Finlay (1999) explored the term of 
choice of the parent/carer (i.e. learning difficulties, handicapped, disabled, special needs). 
Jahoda et al. (1988) asked about the general subjects of ‘stigma and handicap’ and 
Cunningham et al. (2000) assessed awareness of Downs syndrome. The difficulty is that 
terms such as learning disability, handicap, special needs, Downs syndrome, different or 
stigmatised, are not semantically equivalent. It is problematic to compare the 
understanding and use of terms that specifically imply an intellectual impairment (to the 
researcher) such as ‘learning disability’ or ‘mental retardation’ with terms such as 
‘disabled’ or ‘handicapped’ or ‘special needs’ that may refer to a range of impairments 
and stigmatised identities.
There are at least five concepts under examination in the studies referred to here -  self- 
concept, learning disability, disability, difference and stigma. They may, or may not be 
independent constructs for individuals - their combination in the conceptual schema of 
any one individual needs to be examined by asking specific questions about all of them.
In addition whether, or how people relate intelligence to these constructs needs to be 
assessed in order to fully explore how the diagnostic label is understood.
For where the discrepancy between professional use of the term ‘learning disability’ and 
the way that some people with learning disabilities use it has been reported, the majority 
of this research has explored how people with learning disabilities use and describe terms
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that denote the diagnostic category. There has been no systematic investigation of how 
they understand the critical concept that underlies the diagnostic criteria. That is, there 
has been no research that has examined how people with learning disabilities 
conceptualise intelligence. Research of this nature would inform those theories that hope 
to explain why some people with a learning disability understand and use their diagnostic 
label in a way that differs from professional understanding and use of the term.
Theoretical accounts of awareness of learning disability
Three main theoretical accounts compete to explain why some people with learning 
disabilities do not apply this diagnostic label to themselves. The ‘denial’ hypothesis posits 
that people appreciate its negative value and are motivated to apply the term in a way that 
excludes themselves from the diagnostic category. Social constructionist accounts argue 
that people with learning disabilities may construct the category differently from 
professionals and assign category membership on the basis of their own constructions.
The ‘telling’ hypothesis suggests that what people believe about themselves in relation to 
their disability is largely a function of what ‘significant others’ have told them about it. 
Professionals working with people with learning disabilities are implicated in the ‘telling’ 
hypothesis where there is a significant communication about the nature of learning 
disability. The role of the clinical psychologist is therefore of particular interest with 
regard to what people with learning disabilities are told about intelligence in the course of 
an intellectual assessment. There does not appear to be any existing research that 
documents what clinical psychologists tell people about intelligence or intelligence tests 
during an intellectual assessment. This raises additional questions about how informed 
consent to intellectual assessment is obtained with this client group.
An understanding of the conceptualisation of intelligence that underlies the use of the 
label would better inform explanations of why people apply the label in the way that they 
do. For example, if a person ‘denies’ that they have a learning disability what are they 
denying? That they have an intellectual impairment, or that they belong to a stigmatised 
group of people who may also, for example, be defined by their use of specialist services
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or relative lack of paid employment? If a person has ‘constructed’ learning disability in a 
way that refers to specific difficulties (with independent travel for example) but that does 
not refer to a general intellectual impairment, how is this reconciled with their 
understanding of intelligence? One of the aims of the present study is to find out whether 
an understanding of intelligence in people with learning disabilities is consonant with that 
of non-learning disabled people.
Implicit (or ‘lay’ theories) of intelligence
Western definitions of the term intelligence derive from the Latin ‘inter legentia’. This 
term described an abstract concept that differentiated cognitive ability from other aspects 
of personality (Mundy-Castle, 1974). Sternberg, Conway, Ketron and Bernstein (1981) 
distinguish between professional (explicit) and lay (implicit) definitions of intelligence. 
They carried out one of the very few studies that directly assessed professional and lay 
conceptions of intelligence in a western urban population (see also Cantor & Mischel 
1979; Bruner, Shapiro & Tagiuri, 1958 in Sternberg et al., 1981). They found that 
academics and laypersons approved similar descriptors of the behaviours and 
characteristics of an intelligent person. A three-factor structure best explained both these 
accounts. It showed that both groups identified a ‘problem solving ability’ factor and a 
‘verbal ability’ factor. Laypersons also had a ‘social competence’ factor whereas for 
academics this third factor related to ‘practical intelligence’. Significantly, most of the 
studies that examined ‘lay’ theories of intelligence have asked people about the 
characteristics of intelligent people rather than intelligence as an abstract quality.
There is a hody of research that has examined how the concept of intelligence is 
understood in the general populations of various cultures. Anthropologists exploring 
cross-cultural conceptualisations of intelligence have carried out much of this work. Their 
studies reveal that some communities, particularly those in sub-Saharan Africa broaden 
the notion of cognitive ability to include social competencies (see Berry, 1984) but that 
generally there is a high level of cross cultural agreement about the concept that translates 
as intelligence (Schurmans & Dasen, 1992).
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There is some evidence that the way that (lay) people define intelligence may reveal two 
levels of conceptualisation, one that reflects the dominant values or concerns of society 
and one that reflects more specific value systems found within subgroups of society. 
Schurmans and Dasen (1992) found that people in a rural French community considered 
that intelligence (as they were asked to describe it in an intelligent child) related to 
cognitive or technological ability when asked this by ‘urban intellectual interviewers’. 
However, when they were asked to pick adjectives (from a range supplied by the 
researchers) they also selected words that reflected a more social dimension (i.e. helpful, 
honest, polite, obeying). The authors concluded that the two methods had elicited two 
levels of conceptualisation. The ‘semi- directive’ interview produced responses that were 
rooted in ‘society level’ norms, whilst the card selection task revealed local or group level 
definitions. Sternberg et al. (1981) also show evidence of different local subgroup 
representations of intelligence. They found that the behaviours that people in a college 
library rated as ‘intelligent’ were very similar to their descriptions of ‘academic 
intelligence’. Whereas people recruited from a train station rated behaviours as 
‘intelligent’ that were most similar to the ones that they also rated as examples of 
‘everyday intelligence’. Moreover their self-ratings of their own intelligence showed a 
similar pattern. The library group’s ratings of their intelligence correlated more highly 
with ‘academic intelligence’. Whereas the train station group’s self ratings showed a 
stronger correlation with ‘everyday intelligence’.
The literature that has examined how non-learning disabled people conceptualise 
intelligence can be summarised as follows -  the term is primarily concerned with a range 
of cognitive skills but these skills may also be reflected in social competencies. In 
addition perceptions of one’s own intelligence may affect how one characterises 
intelligence in another. The degree to which people with learning disabilities hold similar 
conceptions of intelligence has not yet been investigated.
The three main theoretical approaches to explaining the differences in understanding and 
use of the diagnostic label in people with learning will be reviewed below. Each of these
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theories makes a different assumption about the underlying conception of intelligence that 
is held by people with learning disabilities. However these assumptions are often not 
stated explicitly and have not been supported empirically.
The ‘denial’ hypothesis
The ‘denial’ hypothesis asserts that people with learning disabilities are aware of their 
label, believe that the label is an appropriate one for them and understand that other 
people will view them negatively because of it. This experience is held to be 
overwhelmingly traumatic. In response to this trauma, people will deny that they have a 
learning disability in order to preserve their self-esteem (Castles, 1996; Harris, 1995; 
Szivos-Bach, 1993; Gibbons, 1986; Edgerton, 1963). This account takes a realist position 
with respect to the epistemology of learning disability. That is, having a learning 
disability is an objectively verifiable condition of being. Those individuals, who have 
been accurately diagnosed with a learning disability, yet deny that they have a learning 
disability, deny something ‘true’ about themselves. Significantly this account implies that 
people with learning disability know that they have an intellectual impairment and that 
they characterise this impairment in relation to a conceptualisation of intelligence that is 
similar to non-learning disabled accounts of the term.
Both psychoanalysts (e.g. Sinason, 1992; Szivos-Bach, 1993), and social psychologists 
(Booth & Simons, 1989; Jahoda et al., 1988; Oliver, 1986) have advanced the ‘denial’ 
hypothesis. However it was originally proposed by Edgerton in his ethnography, “The 
Cloak of Competence” (1963). This approach aimed to deliver an ‘insider’s perspective’ 
on the lives of 48 people with learning disabilities who had been discharged from a large 
institution and were living independently in their communities. His conclusions are 
powerfully stated. The label of mental retardation “serves to lower one’s self esteem to 
such a nadir of worthlessness that the life of a person so labelled is scarcely worth living” 
(pl45). “Hence, their lives are directed toward the fundamental purpose of denying that 
they are in fact mentally incompetent” (pi45), to the extent that “Never is mental 
retardation admitted” (p207).
227
Major Research Project
Later researchers have argued that the study does not give the reader access to, or fairly 
represent the voice of the participants. They argue that Edgerton’s overarching 
commitment to a theory (denial) was not supported by the text and that his interpretations 
obscure his participants’ voices rather than allow them to be heard (Bogdan, 1980;
Bogdan & Taylor, 1994; Gerber 1990).
For example Edgerton never examines the validity of the diagnosis from his participants’ 
perspective. Edgerton found that his participants frequently made reference to the idea 
that they were incarcerated for reasons other than their intellectual competence and were 
subsequently intellectually disadvantaged by the depriving environment of the institution. 
Edgerton terms this ‘the excuse’, “and so the excuse continues, ” he adds to one person’s 
testimony, “with variation, for as long as anyone will listen” (p71 cited in Bogdan, 1980). 
A participant is never allowed to plausibly challenge their ‘diagnosis’ anywhere in this 
study. The ‘truth’ or ‘reality’ is that they ‘are’ mentally retarded. This holds despite 
evidence that thirteen of the forty-eight participants had an observed IQ that was over 1&. 
Significantly whilst many of Edgerton’s participants felt they had been wrongly placed in 
an institution they did not ‘deny’ that they experienced problems in adjusting to 
community life and were open about specific problems with certain tasks (i.e. with 
reading or writing). This may imply that if stigma is held to motivate denial then it may 
be the stigma of institutionalisation rather than that of intellectual impairment that results 
in denial. However the conceptualisation of intelligence that people held is also of 
particular relevance. Whether they believed that the specific tasks that they found difficult 
were related to intellectual ability is crucial to an argument that they ’denied’ their 
‘incompetence’.
Finding support for or against the concept of denial through empirical work is 
problematic. Denial as psychological concept has roots in psychoanalytic thought where it 
is construed as a defence mechanism used to attenuate psychological pain (see Szivos- 
Bach, 1993; Sinason, 1992). The difficulty is that the ‘denial’ hypothesis is an
 ^ According to current criteria this would indicate that their intellectual ability was too high to warrant a 
diagnosis of learning disability (DSM-IV, APA, 1994; ICD-10, WHO, 1992).
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unfalsifiable hypothesis. It may always be imputed when people say that they are not 
disabled, or when they say that do not suffer from their experience as being disabled. It 
may not be refuted by an appeal to either quantitative or qualitative data.
Social constructionist accounts
Social constructionist accounts (e.g. Finlay, 1999; Finlay & Lyons, 1998, 2000; Rapley, 
Kiernan & Antaki, 1998; Bogdan 1980; Bogdan & Taylor 1976) start from the position 
that Teaming disability’ is a socially constructed category of personhood. The 
epistemology is relativist. That is, diagnostic categorisation is not held to reflect an 
objective truth about the people it describes. People labelled as learning disabled are held 
to construct this category, and judge themselves and others in accordance with their own 
construction. Critically for the present study these approaches also imply that people may 
conceptualise intelligence in such a way that allows them to constmct the diagnostic 
category of learning disability without reference to intellectual impairment.
Social constructionist theorists differ with respect to the degree to which people with a 
learning disability are held to share ‘our’ (non-learning disabled) view of the category. 
For example, Rapley, Kiernan and Antaki (1998) suggest that people with learning 
disabilities (regardless of whether they feel that they are accurately described as being 
learning disabled) ‘know’ that others ‘know’ that they have a learning disability and 
accept that this is a less than ideal category of people to belong to. They then manage this 
‘loss of face’ by renegotiating self-categorisation in conversational interaction (for 
example, by implying that they are different from other learning disabled people). 
However these authors suggest that the use of strategies to enhance self-presentation are 
common to the conversation of disabled and non-disabled people alike.
Significantly, this approach is not entirely divorced from ideas of ‘denial’. It too argues 
for a presentation of self that is motivated by concerns of self-esteem. Like the denial 
hypothesis this position is vulnerable to the charge that this interpretation may not be 
directly supported by the text. How do these researchers Toiow’ that this is what is
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making people say these things in conversation? None of the studies have had this idea 
validated by post interview discussion with the participants.
In contrast, Finlay (1999) and Finlay and Lyons (1998, 2000) argue that when an 
individual with learning disabilities says that they do not have a learning disability, they 
say this because their conceptualisation of what it is to be learning disabled is 
fundamentally different to that held by professionals. Although considerations of self­
esteem may have shaped an individual’s definition of learning disability (at least some) 
individuals will not have:
1) realised that the interviewer has placed them in a stigmatised category of people,
2) felt uncomfortable about this, and
3) subsequently redefined the category in order to escape self-inclusion.
They argue that when a person with a learning disability tells us they do not have a 
learning disability we may believe that this what they think. However in order for their 
conceptualisation of learning disability to differ significantly (from that of a non-learning 
disabled person) they must necessarily have constructed the category in a way that does 
not refer to an intellectual impairment, or that constructs intellectual impairment in a 
different way. A formulation about what drives the conceptualisation (or definition) of 
learning disability has not been fully explained by these authors. An understanding of 
how intelligence is constructed might therefore develop this explanation.
The ‘telling’ hypothesis
The ‘ telling’ hypothesis suggests that what people with learning disabilities believe about 
themselves in relation to ‘their’ disability is largely a function of what their parents or 
‘significant others’ have told them about it. By this account, if someone diagnosed with a 
learning disability says that they do not have a learning disability, it is because they have 
been told (or it has been implied) that they do not have one, by those close to them. Both 
denial hypothesists and social constructionist theorists have marshalled ‘telling’ accounts 
in support of their position.
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The social constructionist version of the ‘telling hypothesis’ implies that the detail of 
what people tell people with learning disabilities about their disability is crucial to how 
they understand this category. If the category is discussed in a way that excludes a 
reference to intellectual impairment or skews the common representation of intelligence 
then this is held to inform that person’s self-categorisation.
The ‘denial’ version of this hypothesis argues that significant others help to maintain a 
person’s self-esteem by not revealing or limiting discussion of the ‘real’ nature of their 
disability with them. However this is at odds with what this theory assumes about the 
underlying conceptions of intelligence. Todd and Sheam (1997), for example, concluded 
from their ethnography of a special school that parents and teachers engaged in such 
wholesale denial of their children’s disability with them, that these children had been 
rendered ‘invisible to themselves’ in terms of their identity as disabled individuals. This is 
difficult to reconcile with the argument that people with teaming disabilities ‘know’ that 
they have a teaming disability and that they understand this to involve an intellectual 
impairment.
However, evidence that some parents (and carers), to different degrees, attempt to 
forestall awareness of disability, is a reasonably consistent finding (Cunningham, et al., 
2000; Finlay 1999; Davies & Jenkins, 1997; Todd & Sheam 1997; Jahoda et al., 1988). 
However, evidence for a directly attributable effect of ‘telling’ on the aspect of self- 
concept that relates to learning disability in people with teaming disabilities is less 
convincing. In the studies described below, researchers have claimed an effect of parental 
‘telling’ or parental attitude on awareness of disability in people with learning disability 
without presenting any direct evidence of this. That is, they do not examine parents (or 
carers) and participants with a learning disability as communicative dyad (i.e. as matched 
pairs within the same study).
Zetlin and Turner (1984) present evidence that a sample of twelve people with learning 
difficulties used four varieties of ‘self presentation tactic’ as coping strategies to deal with
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their stigmatised group identity. ‘Acceptors’ agreed with the application of the label to 
self, but it did not seem to be a salient feature in their self-worth. ‘Qualifiers’ rejected the 
label ‘mentally retarded’ and preferred ‘mildly handicapped’ and focused on difficulty 
with specific tasks. ‘Vacillators’ rejected the word retarded but accepted terms like ‘slow’ 
and ‘Deniers’ did not feel that they were at all disabled. The authors suggest that their 
participants’ attitude towards their disability is ‘largely a function of parental attitude’. 
However they present no indication of how regularly parental attitude agreed with the 
self-identity of participants.
Davies and Jenkins (1997) interviewed fifty-three young adults with learning disabilities 
and their parents or carers about their understanding of the terms ‘mental handicap’ and 
‘learning disabilities’. A content analysis found that forty two percent of their sample did 
not recognise these terms. Thirty percent provided a definition but excluded themselves 
from the category. They concluded that the relative lack of understanding in their sample 
came about as a result of their participants being “almost entirely dependent upon their 
primary carers.. .for their understandings of these labels” (pi 07). They argued that ‘most’ 
parents avoided discussion of their offspring’s disabilities. However, substantial support 
for this position was not provided in the paper. Only two examples of parental/offspring 
communication on the subject of disability were matched. No analysis was presented for 
the parental/carer interview data.
Todd and Shearn (1997) on the other hand present a wealth of rich interview data 
detailing parental accounts of concealment of disability from their offspring, but in this 
study they did not ask about the corresponding attitudes of these adult children.
In studies where the attitudes of parents/carers and participants with learning disabilities 
are directly compared the results are mixed. There are two studies that argue against the 
‘telling’ hypothesis. Jahoda et al. (1988) interviewed twelve people with a learning 
disability and their parents and carers. They divided people into those who identified with 
‘handicapped people’ (n=3) and those who thought of themselves as ‘essentially
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different’ from them (n=9). They found a statistically significant discrepancy between 
mothers’ classification and that of their offspring’s. However they provide no account of 
what the mother’s in this sample had directly discussed with their offspring about their 
learning disability.
Cunningham et al. (2000) examined what the parents of seventy-seven young people with 
Down syndrome communicated to their offspring about their disability. They did not case 
match parent communication with offspring awareness, but found that awareness of 
Downs syndrome was best predicted by the verbal mental age of the person with Downs 
syndrome and that parental ‘telling’ explained little additional variance. The authors 
argue that their results support a developmental model of social awareness, rather than 
parental telling per se. However, verbal mental age was itself a factor in parental telling. 
The mean verbal mental age of offspring who had been told was significantly lower that 
those who had not been told. This suggests that parents who believed that their offspring 
would not understand the discussion did not attempt it. This finding is consistent with 
parental interview data from Finlay, (1999) and Todd and Sheam (1997) showing that one 
of the reasons that parents and carers did not discuss disability was that they felt their 
charges would not understand the discussion.
In contrast Finlay (1999) does offer support for a direct relationship between ‘telling’ and 
awareness of leaming disability. This study directly compares the understanding and use 
of terms between twenty-three people with leaming disabilities and their parents or 
carers. He found a relationship between use of the terms by parents and carers and both 
the understanding of such terms and their incorporation into self-concept by participants 
with learning disabilities. Specifically he found a correspondence between those people 
with learning disabilities who felt the term applied to themselves and carers who openly 
used the term. When participants with learning disabilities did not use the term, neither 
did their carers.
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In summary there is evidence that some parents and carers do attempt to limit awareness 
of disability in people with leaming disabilities. Where studies have examined what 
others directly ‘tell’ people about their disability, then this was reflected in that person’s 
self-concept as regards their disability. However, how people integrate conflicting 
information about their disability from various sources is not addressed.
A further methodological issue that characterises the studies described above is that 
researchers have looked at what parents, siblings, teachers and care staff tell people about 
learning disability. This may well represent a valid exploration of a learning disabled 
person’s ‘significant’ social world. However, the significance of the relationship to the 
person with leaming disabilities is neither operationally defined nor measured. The 
significance of the ‘other’, for example a member of staff, is often assigned by the 
researcher and is not confirmed by the participants with leaming disabilities. The attitude 
of people whom the participants feel close to may not be examined. This may include 
other staff or friends or relatives. It may also exclude other people with a leaming 
disability. In addition, where there is ‘significant’ communication about leaming 
disability from a professional source the effect of this upon awareness remains 
unaccounted for.
Professional ‘telling’
There is very little research that has specifically examined the role of professionals in 
regard to the awareness of disability with people with a leaming disability. Davies (1998) 
has pointed out the unique characteristics of the process of diagnosis for people with 
learning disabilities. For example, membership of this category is largely determined hy 
others (using specialist assessment tools). The individuals receiving the diagnosis rarely 
request it and are not involved in defining it. The diagnosis is often made in childhood 
where the communication is primarily between parent and professional.
Therefore when an adult with learning disabilities comes for an intellectual assessment 
with a clinical psychologist this may be a particularly salient opportunity for that
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individual to discuss their disability in relation to the diagnostic criteria. The evidence 
presented above suggests that what people are told about their disability may directly 
affect how this is integrated into their self-concept. Davies and Jenkins (1997) point out 
that this may be particularly important for people with learning disabilities who may not 
have access to the same range of cultural discourses about their disability as non-learning 
disabled people do.
The present studies
Within the theoretical framework presented above, the work of the clinical psychologist 
when carrying out an intellectual assessment with someone with a leaming disability 
constitutes an important opportunity for ‘professional telling’. That is, what people are 
told about their intellectual ability in this situation may have an impact both on their self- 
concept and how they view the category of people with leaming disabilities. In addition 
how an individual with learning disability conceptualises intelligence (and intellectual 
impairment) will also be important in understanding how that person chooses to use and 
apply their diagnostic label.
This thesis contains two research studies. The first asked clinical psychologists what 
information they provide people with a leaming disability when they carry out an 
intellectual assessment. The second explored how a small sample of people with leaming 
disabilities experienced an intellectual assessment. It also asked people to describe 
intelligence as a concept and as they observed it in other people. It was hoped that the two 
studies would inform clinical practice with respect to the communication between clinical 
psychologists and people with leaming disabilities who are undergoing intellectual 
assessment.
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Study 1
In current NHS practice, clinical psychologists most commonly carry out the assessment 
of intellectual functioning (and often the assessment of adaptive functioning) in adults, 
which is central to the diagnosis of leaming disability (Dodd & Webb 1998). Access to a 
wide range of specialist social, health and education services and financial support will 
depend on a formal assessment and diagnosis having been made. In the adult population 
an intellectual assessment may also be carried out where people are already in receipt of 
services for people with leaming disabilities. Such assessment may be requested to 
provide information about the degree (or changing degree) of intellectual impairment and 
to indicate any significant cognitive characteristics of an individual’s intellectual profile 
to better inform service provision for this person.
There are currently no specific practice guidelines that address how an intellectual 
assessment should be carried out with a client with a suspected, or confirmed leaming 
disability. The British Psychological Society’s (BPS) general code of conduct (2000) and 
the Division of Clinical Psychology’s (DCP) professional practice guidelines require that 
clinical psychologists inform all clients of the purpose of any assessment and obtain 
informed consent to carry out that assessment. According to the British Psychological 
Society, (2000), the most widely used intelligence scales in UK clinical practice are the 
Wechsler Adult Intelligence Scales. The WAIS-III (UK) general instmctions for 
administration are as follows: -
“Try to avoid the word intelligence because telling the examinee that he or she is 
being seen for an “intelligence test” may elicit unnecessary anxiety. Instead you might 
want to review the purpose of testing and emphasize that with the testing you will try to 
determine what tasks the examinee does well and which are more difficult for him or her. 
However, do not deceive the examinee about the purpose of testing. Always be 
truthful and honest.” (p63, Wechsler, 1999, my emphasis).
236
Major Research Project
The implication of this advice seems to be that the tester should not reveal that they are 
testing a person’s intelligence unless they are directly asked, in which case, they should 
admit this. If the purpose of testing is soley to examine individual cognitive functions as 
assessed by individual subtests, then this advice may be consistent with ideas about what 
‘informed’ consent to an assessment might involve. However, if the assessment resulted 
in the derivation of an overall score (termed the Full Scale Intelligence Quotient or FSIQ) 
then it may be argued that ‘intelligence’ has been assessed. If this is the case, and the 
concept of intelligence is not explicitly referred to then this raises particular questions 
about the nature of consent with people with leaming disabilities, who may be less likely, 
or less able, to question a professional under these circumstances.
Whilst there are bodies of literature that address the theory of diagnosing intellectual 
impairment and a few studies which address informed consent to treatment with people 
with leaming disabilities, (e.g. Wong, Clare, Holland, Watson & Gunn, 2000; Arscott, 
Dagnan, & Kroese, 1998; Morris, Niederbuhl & Mahr, 1993) the ‘pragmatics of 
professional practice’ surrounding the intellectual assessment of people with leaming 
disabilities remain relatively undocumented. At the time of writing there appear to be no 
best practice guidelines concemed with the way to specifically approach intellectual 
assessment, or how to explain evidence of intellectual impairment to this client group.
Aim of the present study
The aim of this study was to find out what clinical psychologists tell people with 
suspected or diagnosed leaming disabilities about intellectual assessment. It was hoped 
that this data would provide a ‘baseline’ in terms of current practice.
Method
Design
A qualitative methodology was selected to achieve the aims of the study. This was chosen 
primarily as the study was exploratory in nature. A semi stmctured interview schedule
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was devised to gather data (verbal reports in the form of interview notes) which was 
analysed using content analysis.
Participant selection
A list was drawn up of all the clinical psychologists who were currently supervising 
trainee clinical psychologists on their core leaming disability placement (from one of the 
clinical doctoral courses). All but two of these clinicians were working in specialist 
services for people with leaming disabilities^. The criteria for supervising for the training 
course are that the clinician should have either: -
a) 2 years post qualification experience or,
b) 1 years experience and have attended a specialist workshop specified by the course.
This yielded a list of twenty-five potential participants. These potential participants were 
sent an information sheet and a consent form (see Appendix A) and were told that the 
trainee would contact them to see if they would agree to participate. Twenty-three out of 
the twenty-five potential participants were still in post at the time of contact. Twenty-one 
out of these twenty-three agreed to be interviewed. This gave a response rate of 91 %.
Of the clinicians that took part in the study, the trainee identified seven as male and 
fourteen as female.
Procedure
Ethical permission to carry out the study was obtained from one NHS trust and from the 
University at which the investigator was based (see Appendix B for letters of ethical 
approval). Twenty-one clinical psychologists were interviewed by telephone, using a 
semi-structured interview schedule (see Appendix C). All the telephone interviews took 
between 20 and 40 minutes. Notes were taken during the interview. When the interview 
notes had been typed up they were read through several times. The data were analysed 
using content analysis (Miles & Huberman, 1994; Dey, 1993).
Neither of these two clinicians were in the group that was finally interviewed.
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Interview Schedule
A brief semi-structured interview schedule was devised (see Appendix C). This asked 
what clinicians told their clients before, during and after an intellectual assessment. This 
structure was imposed primarily to aid recall. Supplementary questions that were 
regularly asked were:
- Do you mention the word intelligence during assessment?
- Are clients ever uncomfortable during testing?
- Has anyone ever refused to be tested?
- If you derive a Full Scale IQ score how do you explain this to your clients?
- Do you ask for consent for copies of reports to be sent out?
Analysis
Content analysis was selected to analyse the transcribed interviews. The analysis was 
intended to reveal what clinicians typically told their clients during assessment. Content 
analysis allows frequency data to be derived from transcripts and is consistent with the 
realist epistemological supposition underlying the study. That is, that the clinicians would 
be able to report what they thought typically occurred during assessment.
Coding
Coding of the data employed a mix of a priori and inductive strategies (as suggested by 
Miles & Huberman, 1994; Dey, 1993). The transcripts were coded across scripts 
according to thematic content rather than in terms of preserving the structure of individual 
accounts.
Initially a master sheet was created where all comments from all clinicians were put under 
‘before’ ‘during’ and ‘after’ (assessment) slots. Added to this was the information given 
in response to the supplementary questions asked. Dominant themes were derived from 
this list of comments and compiled into a theme list (see Appendix D). Further examples
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of the themes are given in Appendix E. The themes are presented under the following 
headings:
- ‘variation ’ a caution that the data supplied by the clinicians would vary according 
to the individual clinical situation.
‘introducing the assessment ' this included the following themes: the rationale 
given for testing, mention of the referrer and the referral question, whether the 
leaming disability service was referred to, mention of the role of the psychologist, 
whether the word intelligence was used, whether consent to assessment was 
specifically mentioned and whether anyone had ever refused to be tested.
‘the administration o f tests ' this included the following themes: discussion of 
general and specific descriptions of the tests, whether the test procedure was 
varied for clients with a learning disability, the nature of the feedback given 
during the assessment, whether clients were ever uncomfortable with the 
assessment process and the circumstances under which clinicians would or would 
not carry out the assessment’’''^
‘the feedback o f results ' this included the following themes: to the procedure for 
feeding back test results and the way in which results were explained to the client, 
the use of IQ numbers in reports’"' and whether the clinician asked for consent to 
send out copies of the report’"'
Two research tutors checked the theme list. An academic psychologist performed a 
validation check. The rater randomly selected a sample of the transcripts (approximately 
one third) and then recorded the presence or absence of the major codes. The percentage 
of agreement ranged from 100% to 75%.
Due to lack of space these themes are not discussed in the body of this report. Extracts offered in support 
of these themes may be found in Appendix E
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Results
It should be emphasised that, for all the results presented, where clinicians have not 
mentioned that they say or do something this analysis does not assume inaction. This is of 
particular relevance when considering the data presented on the issue of consent.
Variation
Fifteen of the twenty-one clinicians spontaneously began the interview by making explicit 
reference to the fact that what they said and did before, during and after an assessment 
would vary according to a number of factors, but most importantly depended on the 
person they were assessing and the reason for assessment.
It varies depending on the referral and the situation. It varies every time (c8)
Introducing the assessment
Rationale for testing
All the clinicians said that they gave clients a rationale or an explanation for carrying out 
the intellectual assessment. Seventeen clinicians specifically mentioned that the tests are 
used to find out what people were ‘good at or not so good at.’ This was often phrased as 
‘strengths and weaknesses’ or ‘difficulties or needs’. Eleven mentioned that the 
assessment was being carried out to identify how clients might be supported or helped.
I  give a reason, a rationale for assessment (c6)
I  say its to look at how they function, their strengths and weaknesses, what they are good 
at and not so good at. It will give us an idea o f what things you have difficulty with and 
what things you find easier (clO)
Twelve clinicians mentioned that they made reference to the referral question and/or who 
the referrer was. Five said that they mentioned leaming disability services or told the
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client what this service is for. Four stated that they tell their client that they are a 
psychologist, and/or discuss what a psychologist does.
Use of the word ‘intelligence’
Either in response to the question ‘do you ever use the word intelligence?’ or 
spontaneously, eleven clinicians said that they actively avoided the use of the word 
intelligence whilst carrying out an intellectual assessment:
I  avoid it and cover up the manual (c2)
No, less able people wouldn’t understand. The more able are more sensitive to how able 
they are. It would be ‘rubbing salt in the wounds ’ a bit (cl8)
Two said that they did use the term. Another person said they ‘possibly, but not routinely’ 
used it. When asked, five said they might use it with more able clients or that its use 
depended on the level of their client’s ability. Four mentioned that they used synonyms:
I  don’t explicitly talk about intelligence, I  talk about learning and skills (cl2)
I  operationalise it (intelligence) as thinking and understanding (cl9)
Consent to assessment
Five clinicians mentioned that they asked (or tried to ask) for consent at some point 
during the interview:
(I say) ‘You don‘t have to do this ’ (c2)
I  ask ‘are you happy with what we 're about to do ’ (cl9)
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One clinician mentioned that the service were working on a written consent form which 
was intended to be used to for obtaining consent to assess. Fifteen clinicians did not 
explicitly mention that they asked for consent at any point in the interview. However this 
was not a specific question in the interview schedule.
Refusals to be tested
In response to the question ‘Has a client ever refused to undergo an intellectual 
assessment?’ Two said that a few people had refused and one person said this had 
happened several times. Fourteen clinicians replied that this had never happened or was 
very rare. For example, one person said
No rarely, i f  at all, by the time they turn up, they do not refuse unless it's a court case or 
child protection issue (cl 9)
The specific issue of compliance in this client group was also mentioned:
No our clients do not say no, one recently refused hut this is a very rare occurrence (cl4) 
Our biggest problem is our clients are too compliant (c21)
Related to this nine clinicians mentioned the issue of implied refusal, where clients did 
not verbalise that they did not want to start or continue with the assessment, but their 
behaviour led the clinician to believe that they were unhappy with the assessment 
procedure. Such behaviours included not attending for appointments, unwillingness to 
complete testing and displaying distress to the extent that the clinician abandoned testing.
243
Major Research Project
Administration of the tests
General description of tests
Ten clinicians described the tests generally as involving ‘questions’, ‘puzzles’ and 
‘games’. Five mentioned that the tests would involve ‘things’ that were similar to ‘things’ 
people might have done at school.
Specific information about tests
Two clinicians reported that they told clients that everyone can be assessed using these 
tests. Six mentioned that the tests were designed so that everybody would fail at some 
point. Seven mentioned that the tests start with relatively easy questions and progress to 
more difficult questions.
Are clients uncomfortable with assessment?
In response to the question ‘Are clients ever uncomfortable with the assessment 
procedure?’ Eleven clinicians said this did happen. The main reasons given for this were 
anxiety about failing and the formality of the situation:
People who know they are failing. Some find the fact that it is formal difficult i.e. i f  they 
have been to mainstream school and failed. Often they don’t know you very well, plus it's 
a strange environment (cl4)
Five mentioned the idea that it was the more able clients who felt most uncomfortable 
with the procedure, whereas one person felt the more able clients could cope better with 
assessment. Six clinicians felt that their clients were not generally uncomfortable with the 
assessment procedure and seven felt that assessment could sometimes be a positive 
experience:
People do enjoy it -  the focus is on them for a couple o f hours and they like the different 
tests to try - they enjoy it once anxiety about being assessed begins to recede (c3)
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Changes in administration of the tests with people with learning disabilities
Eleven people reported that they used the standardised instructions that accompanied the
tests:
I  go by the book. Not much more than that ..I do not alter instructions, I  stick to those 
rigidly (cl 1)
Ten clinicians reported that they deviated from these instructions in some way because 
they were administering them to people with learning disabilities. These included 
assessing in a familiar setting rather than an office, allowing someone close to the client 
to sit in the room to help them feel more comfortable and making changes in wording and 
instructions:
I  try to stick formally to wording in test, but feel quite strongly that for people with 
learning difficulties that is not enough. Ifeel quite uncomfortable with just sticking to 
actual wording (cl 3)
With people with learning disabilities I  do not stick to the handbook, I  don’t think many 
people do cl 8
Where clinicians gave a reason for altering the administration this was most often to 
establish whether a client had poorly on a subtest because they did not understand what 
was required of them rather than because they did not have the ability. For example, this 
clinician said:
For clinical cases I  then reword instructions, repeat instructions and have a practice - so 
I  can establish i f  they \e  failed because they did not understand instructions or couldn’t 
do the item - 1 then note this on the form ( cl 5)
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Feedback during assessment
One of the main ways in which clinicians felt a tension in administering the tests to 
clients was over the issue of feedback during assessment. Fourteen clinicians mentioned 
the issue, noting that they gave some positive feedback during assessment. Eight of these 
fourteen noted the tension towards positive feedback and encouragement and not 
implying that the client was doing well on the tests:
Ifeedback positive that they are doing fine - whether this implies that they have got the 
correct answer is debateable ( c9)
The feedback of results
Procedure for feeding back results to clients
All the clinicians said that they offered some form of feedback of results to clients. 
Twenty clinicians mentioned that they gave verbal feedback, usually in the form of 
separate meeting to discuss results. Nine mentioned that they offered a copy of the report 
or a letter summarising results to clients.
Explaining results to clients
In response to the question Tf you derive a lull scale IQ score (FSIQ) score do you/ how 
do you explain this to your client?’ Eight clinicians said that they mentioned learning 
disability but did not discuss IQ numbers or the band of disability into which their client 
fell:
I  do not use FSIQ with clients, I  say 'as a whole you are functioning in the learning 
disabilities range. For access to the service I  say ‘taken altogether you have a learning 
disability’ and explain this in broad terms (cl 2)
Ten discussed FSIQ score or bands in relation to the performance of the general 
population on such tests:
246
Major Research Project
FSIQ- Yes I  draw the line and see where they a re  (1 say) this does not mean that you
are different from everybody else. Where you draw the line is just the way services are 
organised - then say ‘you are good at this ’ i.e. way over the line. I  explain learning 
disability in terms o f ‘line ’. The line is coping with life (c6)
I  explain with reference to the normal curve or profile, show where people are on it 
graphically, i.e. Isay people who go to normal school and have normal jobs are here and 
you are there (cl 1)
Two clinicians discussed IQ only in relation to the learning disabled population:
FSIQ - I  describe performance in relation to our service users. Hopefully they have an 
idea about what a learning disabled service user is, i. e. I  say on some tests you did much 
better than most o f our clients, some can Y speak well, you did well on verbal tests (cl 6)
Nine discussed the individual’s own profile of results. That is their relative strengths and 
weakness in terms of scores:
I  have ways o f showing norms o f strengths and weaknesses on graphs (they ’re always 
pleased to see they are not off the bottom o f graph) (c5)
I  try to focus on relative strengths and weaknesses and what that might mean (c6)
Six clinicians mentioned that they altered the way they fed back results if their client had 
a learning disability:
I f  they have got a learning disability just talk about pattern o f subtests ( c5)
I  admit I  may miss out subtleties that they might find confusing (cl 3)
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Four people said that they varied the nature of the feedback according the level of 
learning disability their client had:
For the most able I  might show score sheet if this is helpful (cl 2)
Discussion
The results of the present study indicate that this group of clinical psychologists working 
in specialist teams with people with learning disabilities supply a rationale for intellectual 
assessment that is generally in line with the recommendation for administration stated 
WAIS-III (UK) manual (Wechsler, 1999). That is, they provide a rationale for assessment 
in terms of needing to assess relative strengths and weaknesses to answer the referral 
question. The WAIS-III (UK) couches these strengths and weaknesses in terms of what 
“tasks the examinee does well and which tasks are more difficult”. The clinicians often 
phrase this to indicate that the need for support is assessed by the tests, which implies that 
tests have a degree of ecological validity. Neither of these approaches make explicit 
reference to an assessment of an overall level of intellectual ability, whether that is 
overall performance on the ‘tasks’ (WAIS-III, UK) or in terms of an overall level of 
performance determining support (rather than the pattern of performance on individual 
subtests).
On the whole, and as recommended in the manual, these clinicians do not use the word 
‘intelligence’ when they describe the tests. They most typically introduced the test as 
‘games and puzzles’. There may be valid clinical reasons for this. For example, the 
WAIS-III (UK) manual recommends this on the basis that the word may elicit anxiety. 
Minimising anxiety in one’s client is clearly desirable, and raised levels of anxiety have 
been shown to disadvantage cognitive performance in some people (e.g. Holmes, 1974). 
As such a raised level of anxiety may invalidate the test results. Half the clinicians did 
feel that clients were often uncomfortable with the assessment process.
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Where the referral question is not going to be answered by providing an overall measure 
of ability, then mentioning intelligence (which for the purposes of assessment is defined 
by an IQ score) may not be warranted. However where an FSIQ score is both derived and 
used to inform the recommendations in report^, then if intelligence (or overall level of 
intellectual ability) is not mentioned, the degree to which consent to assessment may be 
said to be fully informed is at least questionable.
Only five clinicians directly reported seeking consent for intellectual assessment. 
However it would be incorrect to infer that the other clinicians do not generally ask for 
consent on this basis of this study. Informed consent with this client group remains 
problematic and clinicians may have felt the their approach was too varied to be easily or 
typically described, or that because it was not specifically asked about it was not 
particularly relevant (i.e. that they were describing their approach to assessment after 
consent for clinical work, including the assessment, had been sought). However they did 
state that direct refusals of an assessment were rare, and that issues of consent were more 
likely to signalled by an implied refusal (i.e. repeatedly missing appointments) with this 
client group. This also points to the need for consent to be carefully addressed when 
carrying out an intellectual assessment.
The tendency to refer to a pattern of relative strengths and weaknesses was also reflected 
in how clinicians feed back the results of the assessment, although at this point there was 
greater range of approaches taken than when providing the rationale for the assessment. 
Almost half the clinicians feed back in terms of strengths and weaknesses (or the 
individual profile of results). However others discussed the FSIQ number or band in 
relation to the range of ability in the general population. Others did not mention level or 
band but did talk about people being in the Teaming disabilities range’. When feeding 
back the result of the assessment clinicians here seemed more likely to address the issue 
of overall level of ability. Given this finding it may be especially important to explain this 
prior to carrying out the assessment.
Even where the actual score is not quoted but band or level
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The tendency for clinicians not to refer to an overall level of ability but to specific 
strengths and weaknesses may be part of a wider social process. Finlay (1999) found that, 
as part of a tendency to refer to people with a learning disability in a positive light, carers 
would more frequently refer to people’s specific difficulties rather than to their overall 
disability. The clinicians in this study were not asked why they did or did not use the word 
intelligence. Several explanations are possible. It may be that an overall level of ability is 
not particularly useful in clinical practice. In addition the clinician may believe that self­
esteem considerations for the client are better served by an emphasis on specific 
difficulties in relation to relative strengths. It may be that the clinicians have personal 
reservations about the meaningfulness of one overall score as a valid description of an 
individual’s ability. It may also be that they feel that an explicit mention of an intellectual 
assessment for a person with learning disabilities constitutes what Antaki and Rapley 
(1996a) describes as a ‘bald statement’. That is, it challenges their presentation as a 
competent individual.
The issue of changing aspects of the administration of the tests for people with learning 
disabilities for some clinicians was part of a wider concern about the validity of the tests 
with this population. The WAIS III-UK does allow for a degree of rewording and some 
repetition if the client does not appear to understand the test requirements. Here some 
clinicians were concerned that being unable to grasp the test instructions was related to a 
different ability (for example verbal comprehension) than that that the subtest aimed to 
measure (for example speed of processing). A few were also concerned about how well 
the tests had been standardised for the learning disability population. This tension 
between ‘correct’ administration as detailed in the test manual and obtaining meaningful 
results may reflect a more general tendency on behalf of care staff and professionals to 
‘lower the bar’ when assessing people with learning disabilities on a range of measures 
(Antaki, Young & Finlay, 2002; Antaki & Rapley, 1996b).
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In summary what clinical psychologists ‘tell’ people with learning disabilities about their 
intellectual assessment may be broadly characterised as follows. Clients are told that they 
are going to do some games and puzzles or tests in order to find out what they are good at 
and not so good at, or what they may need help with. People are not typically told that 
these are intelligence tests. The term learning disabilities is sometimes mentioned in the 
rationale but is not always explained. The clinicians here always communicated the 
results of the assessment in some way to their client. The results are explained in a way 
that sometimes makes reference to an overall level of ability, but this is not always 
specifically intellectual ability. More typically their performance will be explained with 
reference to strengths and weaknesses observed on the tests. The idea that a client has an 
observed overall level of intellectual ability that is lower than that observed in the general 
population is not always communicated.
Limitations
The most obvious limitation to the data presented here was provided by the clinicians 
themselves - nearly all prefaced the interview by stating that what they were about to 
report would vary for each individual client. In addition, what they mentioned in the 
interview may have been based on ease of access in episodic recall. The issue of social 
desirability may also be pertinent, i.e. that the clinicians were reporting their best rather 
than most typical practice. That said many made spontaneous reference to the difficulties 
they experience when carrying out an intellectual assessment with this client group.
In order to minimize the effort required on the part of busy clinicians the interviews were 
carried out over the telephone and notes were taken. This yielded data that was acceptable 
given that the aim of the study was to record a snapshot of current practice. However, 
clearly the notes were not a verbatim account of the interview. There may have been bias 
in what was noted down by the investigator. Whilst content analysis was the planned 
analysis and it intended to present frequency data, not recording the interview limited the 
depth of coding that could be achieved. Any potential theme that might have depended on 
a close semantic analysis could not be examined.
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In addition the way in which the data was coded -  thematically rather than with regard to 
preserving the structure of individual accounts - meant that the reasoning behind each 
clinicians’ individual approach was lost. This lack of individual reasoning was also a 
feature of the questions that were asked - these were ‘what’ and ‘how’ questions. The 
interview schedule did not ask ‘why’ clinicians did what they did (i.e. ‘why don’t you 
mention the word intelligence).
In general the results presented here are considered to provide an adequate account of 
what clinicians say to people with a learning disability about an intellectual assessment 
but not why they say it. The latter might be profitably addressed in future studies in this 
area
Implications for clinical practice
These will be discussed together with the implications from Study 2 at the end of this 
report.
Where study one examined what a group of clinical psychologists typically told people 
with learning disabilities about their intellectual assessment, study two explored the 
experience of undergoing an intellectual assessment from the perspective of a group of 
people with learning disabilities. In addition it directly examined how these people 
understood the concept of intelligence.
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Study 2 
Aims
The aims of this study were two-fold: ■
1. To explore people with learning disabilities’ experiences of intellectual 
assessment and
2. To explore how the same people conceptualise intelligence
Method
Design
Given the lack of existing research in both these areas, an exploratory study was planned, 
using a qualitative approach. A semi structured interview schedule was devised to gather 
data. The planned analysis was IP A. The primary objective of a study that uses IP A is to 
deliver the participant’s perspective on an issue (Smith, Jarman & Osborn, 1999). IP A is 
most often used to explore the essence of psychological phenomena (Willig, 2001). In 
accordance with this the epistemological status oflPA is realist. That is, verbal reports are 
held to reflect to a meaningful degree, the thoughts of the individual who provided those 
reports (Flowers, Smith, Sheeran &Beail, 1997; Coyle & Rafalin, 2000).
Participant selection
Participants were recruited via two Community Teams for people with learning 
disabilities. Potential participants were put forward to the investigator via three clinical 
psychologists following discussion with community team members.
The selection criteria were that participants should have undergone an intellectual 
assessment with a clinical psychologist within the past two years. The circumstances of 
the assessment should not have been relevant to any previous or ongoing legal process 
and should not have been carried out as part of an assessment of parenting ability. The
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results of this assessment should not have placed the participant’s learning difficulties 
below th e ‘moderate’ range.^
The clinical psychologist then approached a parent, carer, key worker, social worker or 
family member in order to introduce the research. This identified individual was then 
asked if they would go through the information sheet (see Appendix F) with the potential 
participant in order to ascertain whether they might be interested in taking part in the 
study. If the identified individual was in agreement then the investigator contacted them 
or the potential participant the following week to see if the participant would agree to be 
interviewed. If so arrangements were made to interview at a convenient time and location. 
The participant could identify another individual to be present at interview if they so 
wished.^ At the interview the information sheet was gone through again with the 
participant and written consent was obtained (see Appendix F).
Seventeen potential participants were identified. Two were not contactable. Three 
declined to be interviewed in person. Four declined through another individual. Eight 
agreed to take part. This is within the recommended published guidelines (Turpin et al., 
1997; Smith et al., 1999).
The aim of IP A is to explore the detailed perspective of a small group of people. As such 
caution is advised when generalising the results beyond the immediate sample (Flowers et 
al., 1997). Elliot, Fischer and Rennie (1999) argue that good practice in qualitative 
research requires that the investigator ensure that the characteristics of the sample match 
the generality or specificity of the research aims. This group of participants were not 
selected as ‘representative’ of people with learning difficulties. It is readily acknowledged 
that the term ‘people with learning disabilities’ is applied to a culturally diverse and 
heterogeneous group of people, with a wide variety of personal experience. Selection was 
guided by the recency of their intellectual assessment, because it was hoped that they
 ^According to DSM-IV (APA, 1994) and ICD-10 (WHO, 1992) this implies an observed IQ of not less 
than 35.
’ Two participants were interviewed in the presence of a key worker. The others were interviewed alone.
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might be able to talk about this experience in some detail and that these experiences may 
have led them to think about intelligence more recently. It was hoped that this would 
facilitate discussion. The limit on the lower level of learning difficulty was placed in 
order that the expressive and receptive linguistic skills of the participants would yield 
sufficiently rich data for the analysis. Willig (2001) places an emphasis on participants 
having the requisite expressive verbal abilities in order to provide data for IPA.
Participant characteristics
Elliot et al.’s (1999) set of criteria for evaluating the qualitative studies requires that the 
participants and details of their life circumstances are described in order to assess the 
‘relevance and applicability’ of results. In this case participants had been recruited via 
health service settings. Accordingly there was a tension between providing the reader 
with sufficient biographical detail and the need to ensure the anonymity of the 
participants (should the referring clinicians read the report). In this case the investigator 
judged that the need to respect the anonymity of participants to be paramount. All names 
have been changed to preserve anonymity.
The characteristics of the participants are therefore presented for the group rather than for 
individuals (see Table 1) and are selectively mentioned in the text where a particular 
characteristic might inform the extract. All the participants had previously been in receipt 
of services for people with learning disabilities. As such the assessments discussed in 
these interviews were not part of a diagnostic procedure. All the assessments were carried 
out using the WAIS-R or the WAIS-III (UK) (Wechsler, 1999).
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Tablel: Participant characteristics
Variable Group
Age (in years) 19,20,21,22, 30, 33, 50, 54
Gender 4 male; 4 female.
Level of learning disability 7 in the mild range; 1 in the moderate range.
Current residence Parental home (2); with carers in the community (2); 
community group home (4).
Day time activity Unemployed (2); activities for people with learning 
disabilities, including day centre, college classes, 
supported employment (6).
Education Special Educational Needs (School or College) (8)
Time since assessment 3 within the last six months. 5 within one to two 
years.
Reasons for assessment To gather information for planning day-time activity 
or possible employment options; to indicate the level 
of learning disability; to assess suspected change in 
level of learning disability; to inform work planned 
by the clinical psychologist.
Interview Schedule
IP A requires that the participants be provided with the opportunity to present their 
perspective in as much detail as they choose (Willig, 2001). To this end the interview 
style aimed to be non-directive and open-ended. Obtaining interview data for IPA with 
people with learning disabilities requires particular consideration. Finlay and Lyons 
(2001), in a review of methodological issues pertaining to interviewing people with 
learning disabilities, note that whilst open-ended questions do get lower levels of 
responsiveness from people with learning disabilities, they should still be used where the 
aim of the research is to explore the perspective of the individual. However they advise 
caution as there may be greater opportunity for the researcher to impose their own 
perspective during the interview when participants are less articulate.
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An interview schedule was devised which covered two major areas, the experience of 
having an intellectual assessment and the conceptualisation of intelligence (see Appendix 
G for full schedule).
The section on participants’ experience of intellectual assessment asked questions about 
what people had been told about the assessment (e.g. why they had been assessed, 
what/how were they told about the results of the assessment, what happened as a 
consequence of the assessment), how they felt about the assessment (e.g. what was it like 
doing the tests, how did they feel when they were doing the tests?) and whether they had 
any recommendations for improvements to the assessment process.
Participants’ conceptualisations of intelligence were explored in a different way. Since 
asking people with learning disabilities conceptual questions can be problematic, Finlay 
and Lyons (2001) suggest that rather than asking people about concepts in the abstract 
questions might be asked with reference to specific situations or events from the 
participant’s life. Interestingly this is also the approach taken by some of the research 
exploring lay theories of intelligence (e.g. Schurman & Dasen, 1992) in the general 
population. Since some people might not have been able to recognise the word 
‘intelligence’ the researcher and one of the academic supervisors generated a list of 
synonyms that participants might recognise. These included clever, brainy, smart, bright 
and quick. These words appear as synonyms in two thesaurus’s (Roget, 1980; Carney & 
Waite, 1985). For the purposes of this study these words were considered to be 
semantically equivalent. The interviewer probed the participant’s understanding of these 
terms and adopted whichever term the participant recognised and used themselves.
Where a participant used a different word or phrase (i.e. ‘good at’ or ‘can do a lot’ or 
‘learning disabilities’) then the interviewer explored this to try and ascertain how this 
referred to ideas of intellectual ability/disability. However it was not assumed that these 
terms were being used in a way that was synonymous with intellectual ability.
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The interview schedule asked a mix of conceptual questions (i.e. what does 
intelligent/brainy/smart/clever mean?) and questions that explored the participant’s views 
of intelligence as they observed it in particular situations and people (e.g. Do you know 
anyone who is clever at work/day centre/from school/at home? Why do you think they are 
clever? What are they like? Are there groups of people who are cleverer than others? ). In 
addition participants ideas about lesser intellectual ability were explored (e.g. do you 
know anyone who is not very clever? what are they like? what things might stop a person 
being clever?). Finally some evaluative questions about intelligence (what is good/bad 
about being clever) were also asked.
Procedure
Ethical permission to carry out the study was obtained from the relevant NHS trusts and 
from the university at which the investigator was based (see Appendix B for letters of 
ethical approval). Potential participants were identified and approached in the manner set 
out in the ethical protocol. The interviews were conducted in the place of choice of the 
participant. The settings included day centres, work places, residential units and a clinical 
psychology outpatient department. Verbal consent was obtained prior to convening the 
interview. At the interview the information sheet was gone through once more. It was 
emphasised that the interviews were confidential and that participants could stop the 
interview at any time. Written consent was then obtained. The interviews lasted between 
30 and 60 minutes and were audio recorded. These were transcribed verbatim and the 
analysis was carried out.
Reflexivity
Smith does not give specific instructions as to how the interpretation of the researcher 
should be discussed within the context of an IPA study (Willig, 2001). However, the 
guidelines suggested by Elliot et al. (1999) for good practice in qualitative research 
require that the researcher disclose their own perspective on the topics under investigation 
in order that any results may be considered in this light. The influence of this researcher’s 
conceptions of intelligence are considered fully in the discussion and limitations sections
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where their influence is critically examined. Here it should be noted that the researcher 
(mostly) believed that intelligence corresponded to a set of cognitive abilities that might 
be observed in a range of competencies (including social or artistic ones) and by 
academic performance. The emphasis on questions relating to cognition may be seen in 
the interview schedule. Furthermore, the researcher had some exposure to professional or 
‘explicit’ theories of intellectual ability. In particular the debate about intellectual ability 
being best characterised by an overall measure, or ‘g’ versus dissociable cognitive 
components shaped the way in which themes were considered (although the researcher 
does not favour either account).
In terms of the interviews, initially where participants did not say very much the 
researcher responded by asking more and more specific questions in the hope of eliciting 
more data. Another strategy was to summarise and rephrase what the participants had 
said, both in order to try and confirm their view where the researcher was not clear, and 
also (on occasion) because she was struggling with what else to ask the participant.
Where rephrasing occurred this may have affected the participants subsequent responses 
(Antaki, Young & Finlay 2002). The effects of both are further considered in the 
discussion and limitation sections
Analysis
The analytic procedure recommended for IPA has been documented in detail (e.g. Smith, 
1999; Willig, 2001). In this study the analytic approach taken used an ideographic process 
suitable for small sample sizes as described in Smith, Jarman and Osborn (1999) and 
Willig (2001) (see Appendix H for details). The themes derived from the analysis were 
validated in two ways. The themes that were initially generated from an independent 
analysis by the researcher were examined by discussing one transcript in depth with a 
group of trainee clinical psychologists, all of whom were in the process of carrying out an 
IPA analysis, and a research tutor. A second transcript was analysed with the two research 
supervisors. Once a list of themes had been finalised these were independently checked 
by one of the research supervisors who had read five of the transcripts and an academic
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psychologist who had read all of the transcripts. This process confirmed that the themes 
were a ‘warrantable’ representation of the content of the interview (see Flowers et al., 
1997). The transcript of one of the interviews is presented in Appendix I for inspection by 
the examiners. This will be removed from the bound volume, to ensure confidentiality.
Results
The thematic content of the interviews can be summarised as follows; the experience of 
having an intellectual assessment, the nature of intelligence, the nature of lesser 
intelligence, whether intelligence is innate or can be learnt, intelligence in relation to 
occupation, intelligence as identified by social comparison (both in individuals and in 
groups), the presentation of self in relation to intelligence, and the positive and negative 
implications of intelligence. For reasons of space, the analysis presented here will only 
focus on the following themes: the experience of having an intellectual assessment, the 
nature of intelligence, the nature of lesser intelligence, and the presentation of self in 
relation to intelligence. These themes were selected because they spoke most directly to 
the research questions.
The experience of intellectual assessment
Participants were selected on the basis of having had a relatively recent intellectual 
assessment for three reasons. Firstly, to examine what information people had taken away 
from their intellectual assessment. Secondly to ascertain from a client perspective if there 
were any improvements that could be made to the assessment procedure and thirdly, 
because it was hoped that the process of intellectual assessment might have raised the 
salience of intelligence as a concept for this group of people in a way which might better 
inform the discussion.
That said, the most striking feature of the sections of the interview that dealt with 
participants’ experience of intellectual assessment was how little they felt able to say 
about the assessment process.
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Phyllis (throughout) and Carol (initially) stated that they could not remember anything 
about the tests at all: T don’t remember them at all ’ (Carol). David could remember the 
tester but not doing the tests. Toby could remember doing the tests and the tester but very 
little else. Suzie, Michael and Simone could remember a little but were not able or did not 
choose to talk about the assessment in any depth. Michael for example stated the 
following:
I: Did anyone tell you why you were doing the tests 
Michael: No
I: And why did you think you were doing the tests?
Michael: Don’t really know
I: ..how did you feel after you had done the tests?
Michael: Worried because I  didn ’t know how I ’d done 
I: And did anything happen after you had done the tests?
Michael: No...
I: No one sat down and explained what you ’d done?
Michael: No
Only Peter discussed the testing procedure at any length. The ability of seven of the 
participants to answer further questions surrounding the circumstances and experiences of 
the assessments were hampered by this inability to recall the episode in any great detail. 
The participants were all asked why they though the tests had been carried out. Peter felt 
it was ‘to find out about me — otherwise I  was a bit lost ’. Suzie said 7 don’t know if  its for 
tablets? ’ Carol, Michael and Simone did not know why they were assessed. Toby said he 
was not told but that he thought that it was to find out where in the criteria of learning 
disabilities he was. David said he did the tests to get help.
Toby said that he was told that they were intelligence tests. Both Peter and Simone said 
that they were not told that the tests were to do with intelligence but that said that they 
had guessed this.
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In terms of how the participants felt when they were being assessed there were a variety 
of experiences. Carol found them ‘difficult and nerve wracking’. Michael was ‘a bit 
worried that I  was getting them wrong’. Peter and Toby both felt ‘all right ’ about doing 
the tests although Peter felt uncomfortable when he found the question difficult to answer. 
Suzie said that she liked doing the tests. David felt ‘ok’ and was not nervous.
In terms of the feedback people had received from the assessment. Michael and Toby said 
they received no feedback.
Toby: ...I did the tests obviously, but I  didn’t get any feedback. I  don’t honestly think I  
had any feedback, so that’s ’ why le a n ’t really help you on that one ’
Peter said that he had been told his results but said that he couldn’t remember them. 
Simone had received a letter that she had read but did not want to discuss it in the 
interview. Suzie and Carol both received letters. David had attended a meeting and had 
received letter but had not read it or gone through it with his key worker at the time of the 
interview. No participant identified anything that happened as a consequence of their 
having undergone an intellectual assessment.
The participants had a small number of recommendations to make. Peter felt that the 
examiners should explain the tests more. Carol felt that the tests should be made more fun 
and also that they should be more relevant to everyday life (particularly how to make 
moral decisions). Both Peter and Carol expressed ambivalence about whether the word 
intelligence should be mentioned in the test rationale as it might help some people but 
worry others. David felt quite strongly that the tests should be carried out over more than 
one session, as it was very tiring to do them all in one go. Simone said that she would 
advise people not to rush and to take their time.
A number of factors may explain the lack of information that participants provided. These 
will be considered in the Discussion and Limitations sections. However, this difficulty
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with responding to questions was not characteristic of other parts of the interview (see 
below) and so may not be attributed to the response style of the participants per se 
(although there was individual variation in terms of the amount that participants said 
across the interviews).
The nature of intelligence
Only three participants (Peter, Phyllis and Carol) chose to give a general definition of 
intelligence in response to a direct request to do so. For example:
Peter: ... how you sort o f er take things sort o f on board, ..how you process them and 
that, and how you sort o f can sort o f act on what you know, able to keep hold o f sort o f 
information, and erm, well just.... a lot o f stuff like that really
Phyllis: Person that’s brainy
The other six participants did not do this but went on to reveal their thoughts largely 
through discussion of intellectual ability as observed in their own lives. Initially Simone 
responded (fairly typically) as follows: -
P. People have different ideas about what the word intelligence means- what do you think 
it means?
Simone: I ’m not sure
I: Do you know any other words for intelligence?
Simone: No
Despite this initial response, Simone and the other participants went on to talk about the 
nature of intelligence in some detail, as they observed it in themselves and in the people 
that they knew. The overwhelming majority of the data on the nature of intellectual 
ability emerged from discussions about the characteristics of people that participants 
identified as being intelligent or sometimes as less intelligent.
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In common with the participants drawn from the general population in Sternberg et al.’s 
(1981) and Schurman and Dasen’s (1992) studies, all but one of the participants here 
identified intelligence in terms of cognitive ability. These cognitive abilities included 
academic ability (as evidenced by exam success, schoolwork, literacy and numeracy) the 
ability to process information, the accumulation of general knowledge and ability at 
puzzles and quizzes.
Academic abilitv -  passing exams, school work, college work, literacv and numeracv 
This was the most frequently mentioned concept across the interviews. Seven of the eight 
participants identified intellectual ability as being related to academic ability in some 
form. For some participants this might reflect their relative youth and recent schooling. 
Four of the seven were fairly recent college leavers. Three were older and had not 
attended further education.
Toby most strongly identified intelligence with the ability to do well at school and college 
in terms of exams and course work.
1: ....and what do you think makes a person intelligent, what makes them bright?
Toby: Well, its really from when, from like, from when they ’re erm sort o f through school 
they knew, they went into school, they studied hard and they came out with good ‘A ’ 
levels or exam results, where like, I  went to X  school, and 1 was sitting an exam, and 
that’s when they found out that I  did have learning difficulties because I  was like 
struggling quite hard in exams.
Toby also pointed out that the difference between mainstream schools and special schools 
was the number of exams that people took. He also identified two people that he thought 
were clever. One was a support worker at his residential unit who was always reading 
books and studying for college. The other was his friend Kate:
1: Is there anyone else you know apart from him you ’d rate as clever?
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Toby: Yeah I ’ve got a best friend Kate, she’s a very sort o f like erm, she knows what she’s 
doing, she’s a very intelligent sort o f person. She’s come home umpteen times with loads 
o f coursework, and that and she always sits down hard and reads through her, she did 
erm childcare, and we used to go round there at the wrong sort o f time sometimes, and 
she was like there studying and that, and I  had to leave because she had loads o f work 
piled up sort o f thing, but yeah, she’s sort o f a person that’s quite bright as well.
Michael felt that intelligence was evidenced by mathematical ability and by a good exam 
performance and also by having acquired a certain vocabulary:
I: ...and I  asked you how you knew if  someone was intelligent. How you can tell?
P: when they got their high marks in the exams
I: Anything else about them [clever people] -  i f  you didn’t know how they did at school, i f  
you just met someone, at work or something, how would you know? [that someone was 
clever]
Michael: The way they talk
I: How they talk -  what is it about how they talk?
Michael: They bring out all these smart words.
Phyllis thought that intelligence was an academically acquired ability
I: Do you think some people are born brainy or do they learn how to be brainy?
Phyllis: They learn how to do it 
I: How would you learn?
Phyllis: At college.
She also identified her key worker (who was present in the interview) as someone she 
considered to be intellectually able because he had learnt in an academic setting
KW: What makes me clever?
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Phyllis: ‘Cos you went to college, and you learned a lot
Peter also felt that a university education would mark an individual out as intelligent and 
indeed was scathing about those who had the "mental capabilities’ Xo get there and then 
chose to work in what he described as ‘mundane ’jobs.
Simone very closely and consistently identified intellect as being linked to being good at 
maths and sums, both at school and in terms of what constituted a good job:
I: What kind o f things are brainy people good at?
Simone: Maths
I: Maths OK, anything else?
Simone: Sums
I: Yeah -  what kind o f things do you think would go with being clever?
Simone: You ’d probably get a big job
P. Right -  what kind ofjob would you get if  you ’re clever?
Simone: Don’t know -  accountant
Information processing
A number of participants mentioned that various cognitive processes were important for 
intellectual performance. These have been grouped under the heading information 
processing if they were not directly related to academic ability, literacy or numeracy. 
Peter, for example, gave very considered responses throughout his interview that dealt 
predominantly with how an intelligent mind might process information:
Peter: ....well its like I  know a couple ofpeople that are sort o f er, you know, I  really 
think they ’re clever and that -  they probably would have no trouble with erm with these 
things (WAIS subtests) because they can just process all the information and put it in the 
right order, and sort o f well, relay it as and when.
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Toby on the other hand, most closely identified intelligence with ability at school and 
college, and when talking about how his learning difficulty affected his academic ability 
chose the following analogy:
Toby: But with a person like myself for instance, I  tend to slack and lose the grasp o f the 
work sort o f thing.
I: Right, is that because you forget things?
Toby: No, its because its not really programming into my brain sort o f thing...
I: And when you say program into your brain, that sounds a bit like a computer...
Toby: Yeah but your brain’s like a computer, I  think your brain is like a computer, which 
it is really.
Michael who had similarly identified intelligence as closely related to exam success 
(amongst other things) also mentioned the more specific process of concentration in the 
context of the puzzles (word searches) that he did in order to improve his spelling:
I: Word searches -  what are they for?
Michael: My spellings
I: Your spellings -  they help you get better?
Michael: Yeah -  they help me concentrate 
I: Do you think concentration is important?
Michael: Yeah 
I: for being clever?
Michael: Yeah
I: Why does that matter?
Michael: I f  you don’t concentrate voufail everything [my emphasis]
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General Knowledge
Peter and David also identified the acquisition and manipulation of general knowledge as 
evidence that someone might be intelligent. David considered his fidend Mark as possibly 
being someone who might do well on the WAIS subtests and linked this with his 
historical knowledge:
David: He knows everything 
I: Does he? What does he know?
David: About a long time ago, he knows about bringing that all up.
Peter again was able to formulate how general knowledge might be processed in an 
intelligent mind:
P :  I  always thought it was something like, just erm sort o f general knowledge or
something, you know sort o f like stufffrom what people sort o f know, because you know 
what people sort of know .... general knowledge and they just pick it up, a little bit, a little
bit, a little bit, until they got enough to sort ofput it in loads o f other sort o f contexts....
They start off little, they just accumulated all this stuff but I  sort of, you know, I  just 
haven’t sort o f ....
Social aspects of intelligence
A few of the participants also made reference to social aspects of intelligence. This is 
similar to the studies of implicit (or lay) theories of intelligence which have also found 
social competencies included as part of intelligence.
Peter discussed the mental capabilities necessary for being a fireman. He identified this as 
an aspirational career choice for him, in terms of the intellectual demands that the job 
would make of him. In describing this he pointed out that the following would be 
important in terms of the ‘mental stuff he might struggle with:
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Peter: Well, obviously you W have to be able to sort o f like be able to sort o f assess the
situation er have to be able to sort o f calm people down, because they ’re sort o f
panicking and that -yo u  ’re going to have to look after them................ So that’sprobably
generally sort of, an understanding o f sort o f other people -you  ’re going to have to be 
able to understand other people, or try and sort o f mirror sort o f what they ’re going 
through -  obviously you can’t but, you ’re going to have to sort o f try to sort ofpretend to 
know what they’re sort o f going through. But, and, and I  guess that would be quite hard, I  
guess that would be quite hard...
Toby, in a discussion about his friend Kate who he had selected as an intelligent person, 
commented:
I: ....so she does studying because she’s bright. Is there anything else about her that you 
think.... that makes you think she’s bright?
Toby: The way she acts as well, the way, maturalism, is that he word?
I: Maturity?
Toby: Maturity, the way she acts towards people
I: right say a little bit about how she acts with other people?
Toby: She’s very polite, she’s caring sort o f thing, i f  y  ou’ve got a problem she ’d help you 
to solve it or whatever, things like that.
Michael saw making friends as one of the benefits of relatively high intelligence. That is, 
that doing well academically would bring about a certain amount of positive social 
contact:
I: I  was asking you about what was good about being clever and you said it makes...
Michael: It makes you friends, it gives you high marks in the exams because they
believe i f  you ’re friends with them they’ll help you at their work
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Exceptional Cases
The exception to this group of seven participants who identified intelligence (to some 
degree) as a cognitive or social ability is Carol. Henwood and Pidgeon (1992) (in Willig, 
2001) emphasise the need for the qualitative researcher to explore ‘negative cases’ in 
order to inform emerging themes. Carol did not mention academic or cognitive skills 
during her interview. For Carol intelligence was described by reference to artistic or craft- 
based ability (which she and her friend Gerri are good at). Carol was not a recent school 
leaver and attended a local day centre:
1: Is there anyone here [her day centre] for example, you 'd think Oh yeah, she ’d be good 
at that sort o f thing? [doing the WAIS subtests]
Carol: I  think my friend Gerri might be 
I: Oh yeah, OK, what’s she like?
Carol: Very clever, well, she’s got learning difficulties, but she’s very clever....at art, and 
jewellery and embroider and tapestry she’s good at.
A  further explanation might be that as Carol believes that ‘clever’ means ‘good at’ this 
could apply to any skill, not just arts and crafts. However she consistently refers to arts 
and crafts in the examples that she gives throughout the interview. She does not make 
reference to specific cognitive skills.
I: ..people have different ideas about what the word clever means, or intelligence- what 
do you think it means?
Carol: Something you ’re good at -  something you can do 
1: Like what for instance?
Carol: I ’m good at painting
Other skills
Several participants mentioned other non-academic aspects of intelligence (in addition to 
these) when asked to discuss the abilities of people they knew at home or in day centres. 
Michael said that his friend Sue was clever as she had re-leamt her balance and re-gained
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her independence following a brain injury (he also said that having a brain injury could 
stop you being clever). Suzie said that her friend Sonia was clever because she visited her 
mother by herself on the bus. Suzie and Phyllis mentioned that they did their jobs that at 
the day centres because of their ‘cleverness’ (in relation to other people who did different 
jobs).
The nature of lesser intelligence
The studies of lay theories of intelligence cited did not report the characteristics of less 
intellectually able people, perhaps assuming such people would be characterised by a 
relative lack of the abilities accorded to intelligent people. The concept of ‘learning 
difficulties’ (or any related term i.e. ‘disability’, ‘handicap’) was not discussed in the 
present interviews unless the participants introduced it. However, the characteristics of 
less intellectually able people were explored by asking about the attributes of people who 
were ‘less’ intelligent, brainy, bright or clever.
In this study, four people characterised a relative lack of intellectual ability (in school and 
at daycentre) by problems with literacy (all the participants in this study were literate.) 
For example, Simone very clearly identified intelligence with mathematical ability (in 
school, in terms of career choice and in the clever people that she knew) however she 
identified people who were less intelligent at school as those who could not write:
I: Can you say a little bit about them- what were they like -  what sort o f difficulties did 
they have?
Simone: They had learning difficulties
I: Oh right -  learning difficulties -  tell me what that means
Simone: Erm they can’t write properly
Suzie, having stated that she was the cleverest person at her school went on to talk about 
people who were less clever at her day centre:
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I: What about at the centre, can you think o f anyone that’s not as clever as you?
P: Some o f them are clever... and some o f them are not
I: ...and the ones that are not....what do they find difficult, what kind ofproblems do they 
have?
P: They can’t write properly 
Learning difficulties
Four out of the eight participants mentioned the term learning disability during the 
interviews (Carol, Toby, David -  see below, and Simone). Carol, Toby and David 
spontaneously identified themselves as learning disabled (Simone mentioned the term did 
not explicitly identify herself as such -  see previous section). The relationship between 
intellectual ability (or lack of it) and learning disability was different for each of these 
participants.
David, like other people with a learning disability in the literature, seemed to define 
learning disability within the framework of the ability to do things for oneself. He divided 
people up into those who ‘can do a lot’ and those ‘who can’t do a lot’. Those who ‘can’t 
do’ may wear crash helmets to prevent injury from seizures, or may be in wheelchairs, or 
may need help cutting up their food (none of which apply to him):
P. ... The people who can’t do much for themselves, what do you think stops them?
David: A bit learning difficulties, they can’t help as well
He then went on to explain:
I: Can you just tell me what you mean by learning difficulties... ?
David: We are, we are like [my emphasisj some people that can’t go to work, they don’t 
get the money, the ones who want to work, people do, and people don’t go to work 
I: So its about whether you can have a job or not?
David: Yeah
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I: Do some people with learning difficulties have jobs?
David: No [David does not have a job]
And after having said that he felt that girls did better at school than boys:
I: And you think that was true at your school as well?
David: Well we 're a bit learning difficulty there, we ’re more learning difficulty.
I: Did that make your school different?
David: Yeah
I: How was it different?
David: We didn’t wear any school jumpers 
KW: Uniforms 
P: Uniforms we didn’t have
So for David a learning disability could be evidenced by physical disability, the inability 
to perform specific tasks, not having a job and attending a special school ^without a 
uniform. This does not make reference to intellectual impairment or a lack of cognitive 
abilities per se.
Carol, on the other hand, felt that ‘You can still be clever even though you’ve got a 
learning disability’\My emphasis]. She also named her fi^ iend Gerri as someone who 
might be good at the WAIS subtests:
P. Oh yeah, OK, what’s she [Gerri] /ike ?
Carol: Very clever, well she’s got learning difficulties, but she’s very clever. [My 
emphasis]
A contradiction between the terms ‘clever’ and ‘learning disabilities’ seems to be implied 
in the above extract (if we assume the official definitions of the terms). Carol’s concept of 
what constitutes cleverness appeared to be most closely related to artistic or craft based
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ability. However she had identified Gerri as clever when asked to name someone from 
her day centre who might be good at the WAIS subtests. Within the context of the day 
centre, comparatively high levels of ability in general may be associated with abilities at 
art and crafts. It may be that higher intellect is most readily evidenced for Carol by these 
abilities in this setting. She goes on to identify two people from her day centre who would 
not be good at the tests, as people who have problems with their speech. Again this does 
not make reference to an intellectual impairment. However, within the context of the day 
centre this may be the most obviously distinguishing feature of people who would 
perform less well on the tests. For Carol the categorisation of people as more or less 
clever may be achieved by describing the most salient aspects of those people’s abilities 
or disabilities as they appear in the context of a day centre.
Toby identified himself as having a mild learning disability and as being mildly dyslexic, 
and defined learning disabilities in terms of intelligence by distinguishing between people 
with learning disabilities and people who are bright.
I: So when someone’s quite bright at what they do, what are they like... ?
Toby: Well they don’t seem to struggle like a person with learning difficulties.... They ’re 
quite bright at what they ’re doing like, they know what they ’re doing sort o f thing... you 
know, where a learning disability person like myself would struggle, on a certain thing.
I: OK ....are there specific things that a person with learning disabilities would struggle 
with?
Toby: Well with specific things really, like coursework... or erm reading and even 
writing....
He describes being ‘relieved’ by his diagnosis and transfer to special school. At this 
school he encountered people with cerebral palsy and Downs syndrome who he felt were 
the more ‘ severely sort o f people ’. He distinguishes between these people and people like 
himself. For some people (like himself) intellectual ability can be taught and learning 
disability may result from a lack of effort to learn:
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Toby: The thing is for me... I  used to slack sort o f quite a lot o f what I  was doing, but with 
erm a sort o f like intelligent bright person, they don Y seem to slack or whatever, ....they 
work hard....
Toby feels that people like himself may overcome their learning disability through effort 
and specific strategies (in his case related to reading and comprehension). However for 
some groups learning disabled people (that do not include himself) this is not the case:
Toby: Yeah, Downs syndrome, Cell<sic> palsy -  were there as well at the school, to help 
them pull through it, but obviously not Downs syndrome and Cerebral Palsy, because 
that’s sort o f like a disability that’s going to be there for life, sort o f thing, but people with 
like stutter problems, dyslexic, can overcome that, but depending on how bad it is, you 
know.
For Toby, intellectually able people perform academically, largely through hard work and 
study. People like himself are identified (and diagnosed as having a learning disability) by 
their struggle with academic performance but with the right help and persistent effort can 
overcome their difficulties to some degree. However people with Downs syndrome and 
cerebral palsy are more severely disabled and may never overcome their disability, and 
the impairments that he chooses to mention are their ability to write and speak properly.
Toby : ..... I  don’t really know what cerebral, how it effects the brain or whatever, but I
think it does effect the brain in a certain way, erm, but his [Toby’s school friend] writing 
seemed to have been like a little child’s writing, like a five year olds writing, very big, and 
very crooked, and sort o f things like that. Erm, and he had a speech problem as well, 
which he needed help on, which he did have help on.
The impairments that Toby mention in relation to learning disabilities may not be 
specifically intellectual impairments. Taken by themselves (as previous research has done
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when assessing awareness of learning disabilities) this might have suggested that Toby’s 
concept of intelligence was somehow different from that held by non-leaming disabled 
people and that this is what led him to characterise learning disabilities in this way.
However Toby’s view is that intellectual ability is evidenced by scholastic abilities. This 
is broadly consonant with the conceptualisation of intelligence that is held in the general 
population. As such his characterisation of learning disabilities cannot be attributed to a 
different conceptualisation of intelligence.
Representations of self in relation to intelligence
Sternberg et al. (1981) found that people’s representations of intelligence were closely 
related to their representations of their ovm intelligence. Six out of the eight participants 
made explicit reference to their own intellectual capability and the other two (Michael 
and Simone) made clear reference to their own ability (or lack of ability) at things that 
they had mentioned as being salient in estimating intelligence.
Peter made frequent references to his own intellect. These ranged from not feeling bright 
to feeling average to feeling superior:
Peter: Well its not that, ...I would say that I  was sort o f stupid or anything, its just that.... 
I ’m not as sort of, well probably not as bright and that as the next person
I: ....and how did you thinkyou did on the tests? [WAIS subtests]
Peter: Well, <pause> er probably, I  dunno -  probably average probably - 1 mean, 
there’s no way it would have been, sort of, good but...
Peter:....... I ’d like to sort o f believe that I  was more sort o f cleverer and brighter and
sort o f better than I  actually was -  I ’ve always felt like that about myself I  dunno, its
just that you know more things than everyone else, and it sort o f builds you up more, sort 
of thing -  because you ’d be sort o f here [gestures up], and someone else would be sort o f 
here [gestures down] -  I ’ve always felt sort of, felt like that.
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I: you’ve always felt up?
P: Yeah I ’ve always felt that I  had to he, more sort o f more sort o f ...superior, more sort 
of you know, not sort o f more able to do things, but just you know, more higher than 
anyone else.
Toby and Phyllis also made mixed reference to their own level of intellectual ability. 
Toby did this within the same part of the interview:
I : ..............Do you know anyone that’s not very clever?
P: Erm,me! <laughs> No, lam  quite clever, ..la m  quite clever, but I  do struggle with
things, you know. Erm but I  try to help myself - the weaknesses that I ’ve got.
With Phyllis it arose at different points in the interview:
Phyllis: N o - I ’m not clever at all 
I: Not clever at all — why not?
Phyllis: I  don’t know
I: And why did you get picked to do the screws and the plugs [her job at the day centre] 
How did you find out you ’d be good at that?
P: Well, because I ’m fairly clever, aren’t I? (to Key worker)
In contrast Suzie identified herself only as clever, at different points in the interview and 
for different reasons - because of the day centre she goes to: 'Going to A (day centre) is 
very clever than going to B (day centre) ’, because of the job she does at the centre "and 
I ’m the clever one to do the wires ’ , because she can read and because of her scholastic 
performance:
I:...., its probably a while ago now, but is there anyone from school you remember -  that 
you thought oh they ’re really brainy they ’re clever
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Suzie: Not very good
I: None o f them were very good at school? No one?
Suzie: Not as clever as me
This finding, that some people with a learning disability, despite defining intelligence as a 
cognitive ability which is evidenced by academic performance, may still think of 
themselves as clever is echoed by some of the parents of children with learning 
disabilities in other studies. For example in Castles (1996) a mother says ‘our children 
may be retarded but they are not stupid’ (p64). Davies (1998) describes a father saying 
‘James was never a stupid boy ...[gives example of something the child did] ..and I  
thought well god that’s clever ' ( p i l l ) .  Another parent after describing their child as 
having learning disabilities goes on to describe him as "an intelligent lad’ (p i20).
One explanation for this may be found in the text of these interviews. A number of the 
participants made explicit reference to the idea that all people have intellectual strengths 
and weaknesses and that furthermore intelligence may be represented at something people 
are ‘good af or ‘clever a f . Carol for example, described intelligence as ‘ Something 
you ’re good at -  something you can do ’
I: And do you think there are some people, or groups o f people that are more intelligent 
or clever than others?
Carol: Oh yeah -  everybody’s more clever than others. Everybody’s got things they ’re 
good at, everybody’s got things they ’re not so good at........
Toby made a similar claim:
I: OK-so  is it things that they can do, is it things that they do which make them 
intelligent or clever?
Toby: Depending what they ’re good at, because everyone’s got their strong and weakness 
things
278
Major Research Project
David and Simone saw this instantiated in people they think may be intelligent:
I: So is he quite a clever person would you say?
David: Yeah I  think he is 
I: Do you?
David: He ain’t clever sometimes when he’s getting dressed aint it?
I: OK, so there's some things he’s good at, and some things he’s 
David:.......slow at! Yeah!.
In addition all of the participants were, or had been in receipt of specialist education or 
services for people with learning disabilities. This context may allow people to 
characterise themselves as ‘relatively clever’ and that ‘clever’ can be defined as relative 
rather than an all or nothing quality (for example see Phyllis and Suzie’s extracts this 
section)
Discussion
It would seem that some people with learning disabilities do share a conception of 
intellectual ability that is consonant with that held in wider society and by professionals. 
Clearly this finding needs to be replicated in other samples. In addition, theories that 
address how people with learning disabilities understand their diagnostic label may be 
informed by this finding. It is particularly relevant where it is argued that a definition may 
not be consonant with professional use of the label, because the underlying 
conceptualisation of intelligence that people hold is different. It is suggested here that 
future studies assessing awareness of the diagnostic label should explicitly examine how 
people conceptualise intellectual ability as well as disability.
The people in this sample characterised intelligence in a way that specifically referred to 
cognitive and academic abilities. However when these participants characterised people 
they considered to be less intellectually able, they did not always cite difficulty with the
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cognitive or academic skills that they had said were the hallmarks of intelligent people. 
When this group were asked to discuss the characteristics of people who were 
intellectually less able, half of them spontaneously and explicitly referred to people with 
learning disabilities. A further three referred to people diagnosed with learning 
disabilities but did not identify them as such (in all cases these were people they knew 
from day or residential centres for people with learning disabilities). The most frequently 
mentioned characteristic of these people was that they were unable to write (or write 
well) but some participants mentioned other characteristics as well (i.e. that they could 
not speak, or that they were physically disabled). In addition they also described them in 
a way that did not explicitly refer to cognitive skill but that made reference to more 
general factors (i.e. that they did not have jobs, or that they went to a particular day 
centre).
However, this may not necessarily be taken to mean that these participants did nolbelieve 
that people with learning disabilities have intellectual impairments. It is suggested that the 
observation of relative level of intelligence is a difficult categorisation to make without 
professional knowledge and tools. In a group of people with learning disabilities the most 
salient indication of the overall level of an individuals intellectual ability may be that they 
cannot speak (Carol), that they cannot cut their own food up (David), that they go to a 
different day centre (Suzie), that they have Downs syndrome (Toby) or that they do a 
particular job at the day centre (Phyllis). This does not necessarily mean that they 
understand the nature of an intellectual impairment differently. One of the methodological 
features of Study 2 was that it utilised embedded questions to answer what was essentially 
a conceptual question (what is intelligence like?). The difficulty is that these embedded 
questions received embedded answers. People evidenced the concepts by reference to 
their everyday lives and the more clearly visible characteristics of others in their 
environment. It is therefore suggested that when some people with a learning disability 
characterise people with learning disabilities as those who have difficulty with specific 
tasks, or who have sensory or physical impairment, this does not necessarily mean that 
they do not understand that the label refers to people who have intellectual impairments.
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The further finding that some participants (who identified themselves as having a learning 
disability and who characterised intelligence as a cognitive ability), thought of themselves 
(or other people that they identified as having a learning disability) as clever is discussed 
with reference to how people observe intellectual ability in people rather than as an 
abstract concept. Two thesaurus’ allow that intelligence is synonymous with clever and 
that clever may imply ‘clever at’ or ‘skilful at’. Some participants directly express this 
view - that all people are ‘good at’ some things and ‘bad at’ others or that everyone has 
strengths and weaknesses. Therefore intelligence may be evidenced by different traits 
within different people, rather than simply on the basis of an overall level of ability. This 
was the view of Neisser (1979) “ Our confidence that a person deserves to be called 
‘intelligent’ depends on that person’s similarity to an imagined prototype....there are no 
definitive criteria of intelligence. ..it is a fuzzy -edged concept to which may features are 
relevant. Two people may both be quite intelligent and yet have very few traits in 
common....” (p. 185, cited in Sternberg et al., 1981).
A person with a learning disability may then describe themselves as clever in some 
situations without this implying that they understand their diagnostic label in way that is 
inconsistent with professional accounts of that term. That is they observe themselves to be 
‘clever at’ some things. Furthermore when they do relate the diagnostic category to 
specific difficulties rather than an overall level of impairment this may, in part, reflect an 
opinion that is held to some degree by professionals.
It is striking that this was also many of the clinicians’ preferred method of describing the 
tests and feeding back the results. Study one showed that clinical psychologists frequently 
both described the rationale for an intellectual assessment and fed back the results of that 
assessment in terms of a relative pattern of strengths and weaknesses. There may be a 
sense in which an overall level of intellectual ability is not seen being especially 
informative in many clinical situations. This is also a view expressed in the diagnostic 
manual ICD-10 (WHO, 1992): “Intelligence is not a unitary characteristic but is assessed
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on the basis of a large number of different, more-or-less specific skills. Although the 
general tendency is for these skills to develop to a similar level in each individual, there 
can be large discrepancies especially in persons who are mentally retarded” (p226).
Limitations
The biggest limitation to study two was the relative inability of the participants to discuss 
their experiences of intellectual assessment. Participants were recruited if they had 
undergone an intellectual assessment within the last two years. The mnemonic abilities of 
the participants were not taken into account. It may be that the episodic recall of this 
group was not sufficient to allow a detailed recollection of the assessment process. 
However participants did make reference to other events that had occurred over the last 
two years and in some cases well before this (i.e. their schooldays). An alternative (or 
additional) explanation might be that they could not remember much about the 
assessment, as it was not an especially relevant event in their lives. Most people said that 
they did not know why they were being assessed, and although most had been told the 
results of the assessments, nobody was able to identify any consequence of having been 
assessed. For these participants diagnosis was not the purpose of the assessment. It may 
of course, also be inferred that people were upset by the assessment and did not wish to 
discuss it.
Another limitation was the difference in response style between the participants. Some 
participants said less than others throughout the interviews. Willig (2001) suggests that 
IP A may only be used where people have sufficient verbal ability to be able to articulate 
their views in the ‘sophisticated manner required by the method’ (p. 64). However this 
does not mean that the participants who said less were unable to express their views here. 
Indeed some of the people whose replies were relatively brief provided some of the most 
pertinent comments throughout the study. In addition the two participants whose key 
workers had been present for the interviews (both of whom are people that gave relatively 
brief answers) both commented after the interviews that they had been sceptical about 
their clients abilities to take part in the study, but that they were extremely surprised at the
282
Major Research Project
depth of information that their clients had been able to provide. It is suggested that for 
different individuals ‘richness of response’ may be a relative matter and that the data 
supplied by a less articulate individual is no less useful within IPA as long as the views of 
the more articulate participants are not overly relied upon to guide the analysis.
However, one methodological problem of that did arise from interviews where the 
participants responded more briefly is that the investigator did start to ask more specific 
and less open-ended questions in the hope that asking a more specific question would 
generate more information. The effect of this was two-fold. Firstly, it hardly ever worked. 
People did not go on to say more. Secondly it meant that more of the content of the 
interview was dictated by the interviewers preoccupations and concerns. To some degree 
the extent to which the results can be said to represent an equal co-construction between 
participant and researcher (Flowers et al., 1997) for all participants is open to question.
Furthermore as the participants in general did not respond with spontaneous definitions of 
the term (or related terms) the interviewer followed up using embedded questions. 
However these questions cannot be seen as entirely free of the researchers view of 
intelligence (i.e. that it might be evidenced in some people in a scholastic setting). For 
example the interview asked about people that were clever at school or college. It might 
be argued that any mention of a scholastic setting changed the nature of the study (at least 
at those points) from an inductive (i.e. what do you think intelligence is?) into a deductive 
one (i.e. is this what you think intelligence is?). Leading on from this is the wider 
question of whether it is ever possible to conduct an interview that explores a conceptual 
issue that does not reflect the ‘discursive resources’ available to the interviewer. That is, 
given that a concept is linguistically defined within a specific cultural context, is it ever 
possible to conduct a truly inductive interview concerned with conceptual understanding? 
That is, an interview where the perspective of the interviewer does not contaminate the 
questions.
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Summary
The results presented in Study 1 give the first account of the pragmatics of practice when 
clinical psychologists carry out an intellectual assessment with people with learning 
disabilities. These indicate that generally clinicians avoid the word intelligence when 
presenting the tests and are likely to describe them in terms of assessing strengths and 
weaknesses rather than an overall level of ability. The results presented in Study 2 
provide the first direct account of how some people with learning disabilities 
conceptualise intelligence. They indicated that these people share a conception of 
intelligence with non-leaming disabled people. When discussing learning disabilities or 
lesser intelligence some participants referred to strengths and weakness that were not 
necessarily related to intellect or overall level of intellectual ability. One conclusion 
drawn from study 2 is that people’s conceptions of intellectual ability must be explored 
alongside their characterisation of intellectual disability in order to fully explore how they 
understand the diagnostic label. This study does not suggest a causal relationship between 
the participants’ use of strengths and weaknesses and the clinicians use of this approach, 
but a further conclusion drawn from both studies is that the idea that a general overall 
level of intellectual ability may not be particularly useful in describing people’s intellect. 
An overall level intellectual ability (such as an observed FSIQ of less than 70) is a 
statistical observation. It may be helpful diagnostically or when organising services but 
may be less salient when commenting meaningfully about the detail of another person’s 
intellect. This would hold for clinical psychologists and people with learning disabilities.
Implications for clinical practice
The broad aim of the research presented here was to inform professional practice with 
regard to the communication between clinical psychologists and people with learning 
disabilities who are undergoing an intellectual assessment. A brief summary of the results 
of the study will be sent to participating clinicians in order to further this aim. The 
following topics are suggested as particularly important. Firstly the issue of how consent 
to intellectual assessment is managed warrants further consideration. This is particularly 
important where an overall level of intellectual ability is to be recorded and used to
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inform the recommendations in the report and when access (or continued access) to 
services depends on the results of the assessment. Secondly, previous research has 
indicated that the information given to clients about intelligence and learning disability 
will contribute to their available discourses about their identity. Clinicians might 
explicitly consider their role in ‘professional telling.’ The results of this study indicate 
that intellectual assessment is not generally used as an opportunity to discuss the concept 
of intelligence and that whilst learning disability may be mentioned it is not always 
explained in the context of an intellectual impairment.
Study 2 indicated that the sample here shared a basic conceptualisation of intelligence 
that was consonant with professional accounts. In addition, two people in this sample 
stated that they had guessed that the tests were intelligence tests. This indicates that the 
basis for a more explicit discussion about the nature of the tests will exist for some people 
with a learning disability. A frank discussion about the nature of the tests might better 
ensure that consent to assessment was fully informed and might provide people with 
significant information about their disability (were they to agree that that is what they 
wanted to discuss).
Several authors feel that the consequences of not ‘telling’ or discussing the nature of a 
person’s disability are profound (Finlay, 1999; Davies & Jenkins 1997; Todd & Sheam, 
1997). Davies and Jenkins (1997) argue that “the partial or inaccurate understandings 
with which those [people with learning disabilities] who have pursued the subject often 
have to work, do not in fact protect them for incorporating this identity into their self-
identity these inadequate understandings derived from discourse, can only further
emphasis their disempowerment in their everyday social interactions” (pi08). It is 
suggested here that when clinical psychologists carry out an intellectual assessment they 
might first find out how their client conceptualises intelligence and what they understand 
about intellectual impairment, in order that the assessment may be explained in terms that 
are meaningful to them and that give a clear indication of how the professional has 
understood and will report the results.
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In clinical practice generally it should not be assumed that any client seen within a 
learning disability service is aware of, or accepts that they have a learning disability. 
Whether an individual believes this about themselves might be explored on an individual 
basis with clients. It might be advisable to explore this issue in candidate selection for 
group work with this client group (rather than assuming that people accept that they share 
the same diagnostic label). In a therapeutic situation, whether the label is reported as a 
source of trauma to people might be explored with the individual rather than assuming 
that it is common to people with this diagnosis. Furthermore if the issue is raised with an 
individual client then their understanding of the term should be very carefully explored 
taking specific note where their description of the category appears to be at odds with 
professional accounts. This issue of whether people with learning disabilities believe that 
they have a learning disability is an important one for service providers. What is it like to 
receive letters, communications, visits and assessments from people who describe 
themselves as working for the ‘community team for people with learning disabilities’ if 
you do not think that you have a learning disability?
Ideas for future work
Study 2 could be repeated with further samples in order to assess whether these results 
generalise beyond the present sample. The experience of an intellectual assessment might 
be better explored with people with learning disabilities where the assessment was much 
closer in time to the interview. Further work that directly asks about the conceptualisation 
of intelligence, learning disabilities and participants own intellectual abilities in the same 
interview might reveal further information about how the diagnostic category is 
understood. In addition it would be profitable to ask a sample of clinicians why they 
present the rationale and the results of intellectual assessment in the way that they do.
This may more directly answer the question of whether they refer to specific strengths 
and weaknesses in order to preserve the self-esteem of their clients, or because the overall 
level of ability is particularly useful clinically, or because they have personal reservations
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about the validity of that concept. To this end it would also be useful to ask clinical 
psychologists about their conceptualisations of intelligence.
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University 
of Surrey
Guildford
Surrey GU2 7XH, UK
Telephone
+44 (0)1483 300800
Facsimile
+44 (0)1483 300803
SchooBo f
H u m a n
Sciences
Information Sheet for Clinical Psychologists
What do people with learning disability understand by the term "intelligence"? 
Implications for obtaining informed consent in intellectual assessment.
You are being invited to take part in a research study being carried out by Emma Veitch, 
trainee clinical psychologist, as part of her PsychD in clinical psychology at Surrey 
University. Before you decide, it is important that you understand why the research is 
being done and what it will involve. Please take time to read the following information 
carefiilly. Please ask if there is anything that is not clear or if you would like more 
information. Take time to decide whether or not you wish to take part. Consumers for 
Ethics in Research (CERES) publish a leaflet entitled "Medical Research and You". This 
leaflet gives more information about medical research and looks at some questions you 
may want to ask. A copy may be obtained from CERES, PO Box 1365, London, N16 
OBW.
The purpose of the study is to examine current practice amongst regional clinical 
psychologists in explaining the rationale for, and obtaining consent to the administration 
of an intellectual assessment to a person who may have a learning disability. An 
additional part of the study will examine how people with a mild learning disability 
conceptualise "intellect".
You have been chosen because you have recently supervised or are supervising a trainee 
clinical psychologist in the field o f learning disabilities. If you decide to take part you 
will be given this information sheet to keep and be asked to sign a consent form. If you 
decide to take part you are still free to withdraw at any time, and without giving a reason.
If you agree to take part, you will be telephoned by Emma Veitch in order to arrange a 
convenient time for a telephone interview. This interview will take no longer than 30 
minutes. The interview is semi-structured, and will cover the following topics:
a) Prior to intellectual assessment what do you teU your clients about the nature of the 
procedure and what the results wül mean?
b) Whilst carrying out the assessment what information do you give to the client?
c) After the assessment, what information do you feed back to the client about their 
performance?
All information which is collected during the course of the research wül be kept strictly 
confidential. Any information will have your name removed so you cannot be identified 
from it.
Following completion of the project you will receive a summary sheet of the main 
findings of the study.
The results of this research wül form part of the principal investigator's (Emma Veitch) 
portfolio for submission to Surrey University for a PsychD in Clinical Psychology. The 
research component of the portfolio wiU be available to view at Surrey University 
Library.
This study has been reviewed by the course director and course team in the Clinical 
Psychology Department at Surrey University.
If you require any further information, please do not hesitate to contact Emma Veitch at 
Surrey University, tel: 01483 259441. If you wish to speak to a qualified clinical 
psychologist to discuss matters arising from this project, please contact Dr Nan Holmes, 
at Surrey University, tel: 01483 259441 .
Unis
University 
of Surrey
Guildford
Surrey GU2 7XH, UK
Telephone
+44 (0)1483 300800
Facsimile
+44 (0)1483 300803
Sohooiof
Huifian
Soienoes
CONSENT FORM (for clinical psychologists)
Project Title: What do people with learning disability understand by the term 
"intelligence"? Implications for obtaining informed consent in intellectual assessment.
Name of Researcher: Emma Veitch
Please initial box
1. I confirm that I have read and understand the information sheet dated...............
(version.............) for the above study and have had the opportunity to ask questions
2. I understand that my participation is voluntary and that I am free to withdraw at any 
time without giving any reason, without my medical care or legal rights being 
affected.
3. I agree to take part in the above study
Name of Participant Date Signature
Name of Person taking consent 
(if different from researcher)
Researcher
Date Signature
Date Signature
Major Research Project
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r UniS
23 October 2001
Ms Emma Veitch 
Trainee Clinical Psychologist 
Department of Psychology 
University o f Surrey
University 
of Surrey
Guildford
Surrey GU2 7XH. UK 
Telephone
+44 (0)1483 300800 
Facsimile
+44 (0)1483 683811
Registry
Dear Ms Veitch
What do people with a learning disability understand bv the term ‘^intelligence”?; 
Tmnlicfltions for obtaining informed consent in intellectual assessment 
('ACE/2001/75/Psvch') -  Fast Track
I am writing to inform you that the University Advisory Committee on Ethics has 
considered the above protocol under its ‘Fast Track’ procedure and has approved it on the 
understanding that the Ethical Guidelines for Teaching and Research are observed. For 
your information, and future reference, these Guidelines can be downloaded from the 
Committee’s website at http://www.surrey.ac.uk/Surrey/ACE/.
This letter of approval relates only to the study specified in your research protocol 
(ACE/2001/75/Psych) - Fast Track The Committee should be notified o f any changes to 
the proposal, any adverse reactions and if  the study is terminated earlier than expected, 
with reasons.
Date of approval by the Advisory Committee on Ethics: 23 October 2001
Date of expiry of approval by the Advisory Committee on Ethics: 22 October 2006
Please inform me when the research has been completed.
Yours sincerely
Catherine Ashbee (Mrs)
Secretary, University Advisory Committee on Ethics
cc: Chairman  ^ACE
Dr N Holmes, Supervisor, Dept of Psychology 
Dr M Finlay, Supervisor, Dept of Psychology 
Dr A Whittington,
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18 June 2001
Ms Emma Veitch 
32 Albion Hill 
Brighton 
BN2 2NW
Dear Ms Veitch
Research Protocol Reference No: 22/01
(Please quote this number and title In all œiresDondence with regards to this study)
Proposal Title: What do people with a learning disability understand by the
term “Intelligence”? Implications for obtaining informed 
consent in intellectual assessment.
Local Research Ethics Committee considered the above title on 11 June 2001.
The members were happy to give their approval to the above study on the understanding 
that you will follow the protocol as agreed. Any deviation from the protocol will require 
prior approval.
One of the members of the committee was interested in knowing the reason for 
intellectual assessment of  people with mild learning disability. ____________________
The LREC would also like to be notified of any serious, unexpected adverse effects or any 
new information that may adversely affect the trial subjects or the conduct of the trial.
The committee would be interested in receiving Annual reports and End o f Project report 
as and when appropriate.
Yours sincerely
Andrew T Nayagam, FRCP 
Chairman -  LREC
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20 May 2003
Emma Veitch 
32 Albion Hill 
BRIGHTON 
BN2 9NW
Lead LREC-
Ref: (ES) 03/02 
-R e f 22/01
From the LREC
Dear Emma
Study title: W hat Do People With A Learning Disability U nderstand By The Term
“Intelligence”?  im plications For informed C onsen t
Documents received
1 Health Authority Locaiity form (dated 28/3/03)
2 Approvai letter form the Lead LREC, (dated 18/6/01)
3 Lead LREC application form (dated 28/5/0100
4 CV
5 Information sheet for clients (version 1 )
6..... .....Consent form
7 Information sheet for clinical psychologists (version 1)
8 Consent form for clinical psychologists - • ■
Thank you for your letter and enclosures of 28 March 2003. I apologise for the delay in 
sending this response.
The Chairman of the Local Research Ethics Committee, Dr J Rademaker, has
considered the locality issues relating to the above study.
The Local Research Ethics Committee has no objection to the research being
conducted within its boundary.
Yours sincerely
Kerry Longhurst (Mrs)
Research Ethics Committee Administrator
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Appendix C 
Interview Schedule (Clinical Psychologists)
1) Prior to carrying out an intellectual assessment, what do you tell your clients 
about the nature of the procedure and what the results will mean?
2) Whilst carrying out the assessment, what information do you give to the 
client?
3) After the assessment, what information do you feed back to the client about 
their performance?
Supplementary questions that were regularly asked were:
- Do you mention the word intelligence during assessment?
- Are clients ever uncomfortable during testing?
Has anyone ever refused to be tested?
If you derive a Full Scale IQ score how do you explain this to your clients?
- Do you ask for consent for copies of reports to be sent out?
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Appendix D -  List of themes (Study 1)
Variation
1. A caution that the data supplied by the clinicians would vary according to the 
individual clinical situation.
Introducing the assessment
2. The rationale given for testing.
- Mention of good or bad at, strengths or weaknesses, difficulties or needs.
- Idea that the assessment is being carried out to see how the client might be 
supported or helped.
3. Mention of the referrer and the referral question.
4. Whether the learning disability service was referred to.
5. Mention of the role of the psychologist.
6. Whether the word intelligence was used.
7. Whether consent to assessment was specifically mentioned.
8. Whether anyone had ever refused to be tested.
Mention of compliance.
- Mention that refusal had been implied.
The administration of the tests
9. Discussion of general descriptions of the tests
- With reference to games or puzzles.
- With reference to things that people may have done at school.
10. Specific descriptions of the tests.
11. Whether clients were ever uncomfortable with the assessment process.
12. Whether the test administration was varied for clients with a learning disability
13. The nature of the feedback given during the assessment.
14. The circumstances under which Clinicians would or would not carry out the 
assessment.
- Mention that the assessment MUST be part of a broader intervention and not 
just to discover an IQ.
- Reasons for testing deemed inappropriate.
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The feedback of results
15. The procedure for feeding back test results.
With reference to a meeting with the client.
- With reference to a letter/copy of the report being sent to the client
16. The way in which results were explained to the client.
- Mention that FSIQ number or range was not quoted, but ‘leaning disabilities’ 
was.
- Mention that FSIQ number or band was referred to in relation to the general 
population.
- Mention that will only discuss the results in terms of how the client compares 
to the learning disabilities population.
- Mention that will discuss results in terms of the client’s own profile of 
strengths and weaknesses.
- Mention that will alter feedback if the client has a learning disability or 
according to the level of disability.
17. The use of IQ numbers in report.
- Do not quote numbers, or only quote bands or range, or have reservations 
about quoting numbers.
- Do quote numbers
- Use of numbers varies
18. Whether the clinician asked for consent to send out copies of the report.
- Explicitly asks for verbal or written consent to send out copies.
Do not explicitly ask for consent/consent is implied (that is client has been told 
who the copy is going to and has not refused.
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Appendix E -  Further examples of themes (Study 1)
Variation
1. A caution that the data supplied by the clinicians would vary according to the 
individual clinical situation.
It can be very, very different, but usually it will depend on the reason for the 
assessment (cl4)
The key things are the nature o f client and their ability to discuss information, the 
purpose o f referral and who made the referral (cl 3)
It depends on the level o f understanding and why the assessment is being done (c5)
It depends on the nature o f the disability (c4)
Introducing the assessment
2. The rationale given for testing.
- Mention of good or bad at, strengths or weaknesses, difficulties or needs.
We ’II look at things you are good at and not so good at (cl2)
I  say we ’re interested in strengths - I  define this and sometimes difficulties (c2)
I  usually say we ’re going to find out what is easy and difficult in terms o f thinking
- Idea that the assessment is being carried out to see how the client might be 
supported or helped.
We ’re looking at things you can do and things you need help with (cl)
I t’s a way offinding at what you are good at and what you need help with (cl 5)
3. Mention of the referrer and the referral question.
I  tell them what I  know, what the referral is about, I  usually reread the referral letter
4. Whether the learning disability service was referred to.
I  suggest we will see i f  the learning disability service is best for them (cl 7)
5. Mention of the role of the psychologist.
Isay I ’m a psychologist (c2)
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6. Whether the word intelligence was used.
I  don’t use the word intelligence, it is more about finding out what people ai^ e good at 
and not so good at. I  see it more about cognitive functioning rather than how 
intelligent people are (cl 1)
I  think not -  its something to do with what sounds like an academic, value based 
judgement (c5)
test (c8)
7 fay /Ag gzpgf aw Z6ka q/^ fozMgazzg 'f m^ g//zgg»cg. Vb azfg My acA/a//y ayAecf 
7 7»ga» ^  (%;gMy aw
7. Whether consent to assessment was specifically mentioned.
6bzzzg a/zgzzZf Myg a  vgzy /zzzzfrg<^  aqqaaz(y Za zzzaAg zzÿbzTzza^  a/zazag la aaziygzz/ az' zzaA 
Ifz^ /z /^zgfg a/zgzz^ f 7 wz/Z aZZgzzzp^  qpZzzz^  zzz, 6zzZ zzz /nzZ/z zf vgzy (%)9azzfr (a^
7 aZw/ayf gzzd^ avazzz" Za ggZ aazzfgzzZ, zzfzza/Zy vaz'M  ^ay zzaZ zzzaz^  aazz z"ga  ^ar wrzZg 
(a77J
I  give them a chance to opt out o f the assessment (cl8)
8. Whether anyone had ever refused to be tested.
fgqp/g z"az"gZy /wZZ azzZ. JVazza zzz zzzy azzzrazzZ jzafZ (a7^
7Zf z-arg, 6zzZ /zay /zaqpgzzg^ Z azz Zwa aaaafzazzf w/zgzz aZzgzzZ afzaf zzaZ^g/ Z/zgy /za7 a
learning disability (cl2)
- Mention that refusal had been implied.
I f  a client is showing high anxiety then I  will abandon the process...if someone really 
resists then I  'zzz not going to press gang them into it (c9)
Some may DMA during the course o f the assessment i.e. someone not overtly refusing 
(a7^
The administration of the tests
9. Discussion of general descriptions of the tests
- With reference to games or puzzles.
7 say I  will ask questions and do puzzles and jigsaws (cl 2)
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Usually a mix o f things -  some questions and answers some more like puzzles (c21)
With reference to things that people may have done at school.
I t ’s a bit like things that you did at school, and things that you did when you were 
younger, puzzles and pictures (c6)
The tests may look schooley (c2)
10. Specific descriptions of the tests.
They test everyone from doctors, lawyers to people who struggle at school (cl 5)
Not everyone can do everything (c3)
Then I  will say everybody finds that they get harder (c21)
11. Whether clients were ever uncomfortable with the assessment process.
People often get nervous when they see the manual in front o f me. Yes, they do get 
tense and anxious about how they are doing (c21)
Where clients have come from old institutions they are used to it. They’re not 
interested in rationale, they just enjoy it... they just think its fun and want to do more 
(cl)
12. Whether the test administration was varied for clients with a learning disability 
I  try and stick to everything standard (c6)
I  go by the book, not much more than that fe l l )
I  check out with them i f  they have understood (even though the instructions are 
supposed to be standardised (clO)
I f  I  cannot test then I  will do it in a familiar setting and make a note o f the non 
standard presentation (cl 2)
I  don’t use the standardised procedure. Its about finding out what the client can do
13. The nature of the feedback given during the assessment.
1 try to be reassuring but you can’t can you? (cl 4)
I  try and say positive things without giving encouragement either way (c6)
I  don’t give feedback until the end (it can affect results) (cl)
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14. The circumstances under which clinicians would or would not carry out the 
assessment.
- Mention that the assessment MUST be part of a broader intervention and not 
just to discover an IQ.
Never do it just for the sake offinding out IQ (cl)
Its very rare to do it in isolation. Normally part o f wider intervention (c3)
We have a procedure and ethics with regard to assessment, i. e. that it should have 
some benefit to the client. Our service will not do an assessment unless i t’s part o f a 
clinical intervention or support package (c5)
Reasons for testing deemed inappropriate.
I  have advised a client not to undergo assessment (where Social Services wanted to 
assess judgement in relationship choice) (c9)
The feedback of results
15. The procedure for feeding back test results.
- With reference to a meeting with the client.
I  say this is what I  have written about you - lets go through it together. I  usually tell 
them what is in the report, I  don’t read it to them (c8)
- With reference to a letter/copy of the report being sent to the client
I  do written feedback for some people. For some I  send a copy o f the report, but this is 
unusual, its usually a brief letter or some simplified version (cl I)
16. The way in which results were explained to the client.
- Mention that FSIQ number or range was not quoted, but ‘leaning disabilities’ 
was.
FSIQ - not to client or referrer. I  might confirm LD but not where he/she falls on 
range. I  do not use WAIS as classifying device (cl)
FSIQ - 1 don’t quote numbers and tend not to give ranges to clients (cl3)
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- Mention that FSIQ number or band was referred to in relation to the general 
population.
/  try and relate scores to some sort o f average (cl 3)
The normal curve side o f this i.e. easy and difficult across whole range (cl 9)
- Mention that will only discuss the results in terms of how the client compares 
to the learning disabilities population.
I  feedback only in terms o f PLD as a group (cl 3)
- Mention that will discuss results in terms of the client’s own profile of 
strengths and weaknesses.
I  give S/W with practical examples and see i f  this resonates with client (cl 2)
- Mention that will alter feedback if the client has a learning disability or 
according to the level of disability.
I f  a client has a significant learning disability then I  say less i.e. ‘it seems that we are 
the best service to meet your needs ’ (cl 6)
17. The use of IQ numbers in report.
- Do not quote numbers, or only quote bands or range, or have reservations 
about quoting numbers.
I  don V quote numbers (cl 3)
The current guidelines say we shouldn 7 do it. I  put it in appendix maybe or in 
appendix on file (cl 9)
- Do quote numbers
I  used to quote range in the last few years gone back to numbers with confidence 
limits (c21)
- Use of numbers varies
It depends on the use o f reports. I f  for access to services then simply state meets the 
criteria for LD services. I f  they need to know level offunctioning then I  may state the
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bandwidth I  may/may not state FSIQ, I f  it’s for court/other psychologists I  may 
disclose individual scores but mainly it’s the broad classification. (c20)
18. Whether the clinician asked for consent to send out copies of the report.
- Explicitly asks for verbal or written consent to send out copies.
I  ask whom else they do or don’t want to see report (cl 2)
1 get verbal consent for all copies except when I  send to the GP as an afterthought
- Do not explicitly ask for consent/consent is implied (that is client has been told 
who the copy is going to and has not refused.
In almost all cases I  say where I ’m intending to send report/if the client objects then I  
won’t send it but never I ’ve had anyone objecting (cl3)
I  always tell client where going in terms o f referrer. Its implied consent-1 don’t think 
ever explicitly ask (cl)
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Version 1.
University 
of Surrey
Guildford
Surrey GU2 7XH, UK 
Telephone
+44 (0)1483 3 0 0 8 0 0  
Facsimile
+44 (0)1483 3 0 0 8 0 3
Information Sheet for Clients 
(Written and audio taped versions available)
School of 
Human
Sciences
What do people think about doing tests for psychologists? 
What do psychologists tell people about the tests they give?
We are asking you to help us answer some questions. This is called taking 
part in a research study. It is up to you if you want to take part. Before you 
decide, it is important that you understand why we are doing the research 
study. Also, you need to know what you will have to do. Please read or 
listen to this sheet carefully. You can ask your key worker or family or 
friends or doctor to help you understand it. If you don't understand anything 
on the sheet, please ask Emma Veitch (one of the people doing the research) 
or your key worker to explain. Take your time to decide if you want to take 
part. Nobody will mind if you don't want to do it. It is up to you!
We are trying to find out what psychologists tell people about the tests they 
give. We are also try ing to find out if people know why they are doing the 
tests. We hope that what you tell us will help psychologists to be better at 
explaining the tests they give to people. We also hope what you tell us will 
make it easier for people to decide if they want to do the tests or not. YOU 
WILL NOT HAVE TO DO ANY TESTS.
You have been chosen because you have done some tests for a psychologist. 
You do not have to take part if you do not want to. It is up to you to decide.
Your key worker will help explain what you have to do. Emma Veitch will 
also explain what you have to do.
If you decide to take part you can keep this piece of paper or tape. You will 
be asked to put your name at the bottom of the paper if you can. You can 
decide to take part and then change your mind at any time. Just tell Emma 
Veitch or your key worker that you don't want to do it any more. They will 
stop when you tell them.
If you want to take part, tell your key worker or Emma Veitch. They will ask
you when you are free to talk to Emma. You and Emma will talk for about 
an hour. Emma will ask questions about what it was lilce to do the tests for 
the psychologists. She will also ask you what you think the tests were for, 
and what makes somebody good at doing these tests. Emma is interested in 
what YOU think. There are no right or wrong answers to the questions. It is 
what you thiiilc that matters. Emma will tape record what you say. 
Afterwards she will write it all down.
Only Emma will know what you have said. It is up to you if you want to tell 
anybody else what you have said. Emma won't tell anyone else what you 
have said.
When Emma has finished the study she will send you a letter or a tape 
telling you what she found out from asking the questions.
Emma is asking you these questions as part of her college course. You can 
read what Emma has written at the Library at Surrey University.
If you want to know anything else, you can phone Emma Veitch at Surrey 
University, tel: 01483 259441, or ask your key worker to phone her. After 
you have spoken to Emma, if you want to speak to anyone else you can 
phone Dr Nan Hohnes, at Surrey University, tel: 01483 259441. Dr Nan 
Holmes is a clinical psychologist. If you want, you can ask your key worker 
to phone.
Unis
Upwersitif 
of Syrrey
Guildford
Surrey GU2 7XH, UK
Telephone
+44 (0)1483 300800
Facsimile
+44 (0)1483 300803
CONSENT FORM (for people with learning disability)
Project Title; What do people think about doing tests for psychologists? 
What do psychologists tell people about the tests they give?
Name of Researcher : Emma Veitch
School of
H u m an
Sciences
Please initial boj
.) and have had1. I have read and understand the information sheet (version.....
the opportunity to ask questions
2. I understand that it is up to me if I want to take part, and I can stop at any time. I do 
not have to say why I want to stop. This will not effect my medical or legal rights.
3. I agree to take part.
Name of Participant Date Signature
Name of Person taking consent 
(if different from researcher)
Date Signature
Researcher Date Signature
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Appendix G 
Interview Schedule (Clients)
1) The experience of taking an intelligence test
Can you remember doing some tests for the psychologist? (name, place and date 
supplied)
What was it like doing the tests?
Did anyone tell you why you were doing the tests?
Why do you think you were doing the tests?
what did the tester tell you?
who asked for the tests to be done?
Why did they ask for them?
How did you feel when you did the tests?
How do you think you did on the tests?
Afterwards what did people tell you about how you had done on the tests?
Did anything happen after you had done the tests?
Who was told about the results beside you?
Why did they tell those people?
Why did they test you?
Why did they need to know how you did on the test?
2. Conceptual understanding of intelligence tests
What do you think would make someone good at doing tests like these?
Do you know anyone who would be good at these tests? What is that person like? 
What do you think would make someone bad at doing tests like these?
When you were doing the tests did anyone say that they were to test intelligence? 
People have different ideas about what the word intelligence means - what do you 
think it means?
Do you know any other words for intelligence?
What does clever mean?
Brainy?
Bright?
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Smart?
What do you think makes a person intelligent?
What makes a person good at thinking?
What things might stop a person being intelligent?
What makes someone slow?
How would you know if someone is intelligent?
Do you know anyone you think is clever?
At school?
Work?
Residence?
On TV?
Why do you think that they are clever?
Do you know anyone who is not very clever?
What are they like?
Has anyone ever told you that you are clever?/or how clever you are/what did they 
say?
What is good about being clever?
What is bad about being clever?
3. Recommendations
Is there anything about taking the tests that you would change to make it better?
If someone you knew had to take the tests what would you tell them about it?
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Appendix H -  Analytic Procedure (IPA)
The individual interviews were transcribed after each interview had been conducted 
and the transcripts were read several times. The analysis in proper was not started 
until all eight interviews had been completed. Initially the first transcript was 
considered in detail. This transcript was selected because the participant been able to 
speak at some length about most of the topics covered in the interview schedule. The 
transcript was read through several times and initial thoughts and observations were 
noted (Willig 2001). Next emerging themes were noted and titled in a way that was 
held to capture the essence of the representation in the text (Smith et al., 1999). These 
emerging themes were then listed and their inter- relationship was considered. They 
were then structured in term of any ‘natural clusters’ and ‘hierarchical relationships’ 
that were observed (Willig, 2001). A summary table of themes was complied and 
supported by extracts from this transcript. At this stage the other transcripts were read 
and considered alongside this list of themes. Supporting extracts were noted and 
where themes could be combined or restructured this was done with careful reference 
to all transcripts. New themes that emerged from further transcripts were carefully 
considered and added to the list of themes. The revised summary table was then 
checked against all the transcripts. This final list of themes with supporting extracts 
was then ordered to allow the construction of a logical narrative sequence (see Coyle 
& Rafalin, 2000).
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Appendix I 
Interview Transcript — Randomly Selected
E: OK, so can you remember doing the tests that you did with the Psychologist 
P: Er, no, 1 don’t really. Erm the tests that 1 remember doing are all the different tests 
about English and a bit of mathematics and stuff 
E: That’s it - was it with G?
P: 1 can’t honestly remember now 
E: Did you do it with a man?
P: 1 did it with a man yeah, but 1 can’t honestly remember his name.
E: OK -  Erm, so just tell me a little bit more about the tests you did with him 
P: Basically it was like tests like 1 think it was to do with shapes and different types of 
shapes and 1 had to name the shapes like hexagon and stuff like that 
E: Oh right yeah
P: And it was English tests that involved like erm sentences and you had to um fill in 
the um spaces.
E: Right yeah
P: 1 can’t honestly remember because it was such a long time ago, but that’s 
vaguely...
E: Was it (date)?
P: Yeah that’s right
E: And was there something with blocks?
P: Yeah that’s right there was, yeah.
E: So what was it like doing the tests?
P: Erm, it was OK, but erm, 1 didn’t really know why I had to do it.
325
Major Research Project
E: Did anyone tell you why you were doing the tests?
P: I think they did, but I can’t remember, it was so long ago.
E: Right. Why did you think you were doing it?
P: Erm, to know where in the learning difficulties, where I am, in what, you know in 
the criteria of learning difficulties, they were trying to find what I’ve been... I don’t 
know really to be honest.
E: OK so where you were in the learning disabilities criteria?
P: Yeah sort of thing, yeah.
E: OK, what did G tell you, what did the tester tell you?
P: Erm, that it would take about an hour or so to do all the tests, and erm, I can’t 
remember.
E: Did you do them over one session?
P: Yeah it was in one session.
E: And do you know who asked for the tests to be done? Who suggested that you have 
them?
P: No, I can’t honestly.
E: How did you come to the psychologist in the first place?
P: Erm, through G (hosp), because I was on a mental health list, erm, and they 
transferred me over here to have a few meetings with this lady called HB, er HR 
E: That’s right, OK. And did you do any tests with H?
P: No, we were just talking about my life, what I’d sort of been up to, things like that, 
what she could help me with and that.
E: OK, and how did you feel about doing the tests, how did you feel when you were 
doing them?
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P: It was OK. I get a bit mixed up because I see certain people from different places. 
I’ve seen several people here as well as H R, and things like that, so I get a bit mixed 
up who I’ve seen and who I haven’t seen really.
E: OK, do you remember feeling, were you nervous when you did the tests?
P: No, Not really.
E: You were OK about them 
P: Yeah I was OK,
E: OK, and how do you think you did on the tests?
P: I think I did OK, to be honest. Erm yeah.
E: OK, that’s fine. And afterwards, what did people tell you how you’d done on the 
tests.
P: Well they wrote me what we’ve done in the meeting, they sent me letters and stuff, 
saying what we’ve been doing in the meetings and that, why we’ve had them and 
things like that.
E: Did you get a copy of your test results, did they send you a letter?
P: No I don’t think I did to be honest.
E: And did anything happen after you’d done the tests, as a sort of consequence of 
having done them?
P: No, I don’t think anything progressed through with having these meetings no.
E: OK, and do you know who was told about the results other than you?
P: Erm, I think C, I think, she knew, she was in a few meetings with HR, and HB as 
well, from g(hosp).
E: And do you know why they told H for example 
P: HB?
E: Yeah
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P: Because she was part of, she was my XXXX or whatever, and erm, I think, I think 
honestly she was the one who transferred me over to have a few meetings with HR, 
but I can’t assume that
E: OK -  so do you know why they needed to know how you did on the tests?
P: Erm, nothing really came through, really, to be honest.
E: Right, and do you remember any of the conclusions, what they said in the report?
P: Yeah, I’ve actually got the report at home erm, basically like my history and things 
like that, and family
E: And about the actual tests? About the English and maths bit?
P: Oh that was a different sort of thing, with a different person 
E: Right
P: I can’t honestly remember what went on after the meeting.
E: Right, so basically you came in and you had a test, and that was to see where you 
fell in the learning disabilities criteria 
P: Yeah
E: and did the man send you a report of that -  did G send you a report
P: I don’t think he did to be honest
E: And do you know who he told, about the results?
P: Phew, Erm, <laughs> its a hard question!
E: It was a bit of a long time ago 
P: Yeah it was, that’s the thing
E: OK -  so you don’t particularly remember what the results were 
P: No, not really
E: No, so nothing really, as far as you’re concerned, nothing particularly happened as 
a result of having done the tests?
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P: No, not really
E: OK. So just thinking about the English and the Maths and the blocks test now, if 
we can move on to a different bit of the interview. What do you think would make 
someone good at doing tests like those?
P: What anybody?
E: Yeah,
P: Erm, to erm, see if they need extra help or see if they need less help than what they 
really need, erm to see if they’re dyslexic or something, I don’t honestly know really. 
E: Yeah -  that’s... Do you know anybody who would be good at doing tests like 
those?
P: No not really, I don’t
E: And what do you think would make someone bad at doing those kind of tests?
P: I don’t understand, sorry
E: So, the kind of tests that you described, English and Maths -  is there anything you 
think that would stop someone doing well on them?
P: Yeah, erm English and maths seem very important in the criteria of people with 
learning disabilities, you know mild, very mild very whatever, erm but anything to do 
with French or anything like that, it wouldn’t help or anything, but maths and english 
is more important for people because you need english and mathematics 
E: Right, and what makes someone good at english and maths?
P: Well you need maths obviously cos to add up and go into a shop and knowing what 
to buy and know how to budget your money and so on and so on. English, you sort of 
like erm knowing, grasping the english language...
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E: Yeah, And what sort of person do you think would be good at those sorts of things? 
Can you remember, is there anyone you can remember from school or that you lived 
with?
P: Someone, cos factually went to a learning difficulties school in St C And there 
were a few people that had stutter problems, and dyslexic obviously, and things like 
that, so it would help them I think, doing these tests and that.
E: OK, so they’re people who would struggle on those kinds of tests?
P: Yeah, really
E: OK, anyone else that would struggle with that type of thing?
P: Yeah, Downs syndrome, Cell<sic> palsy -  were there as well at the school, to help 
them pull through it, but obviously not Downs syndrome and cerebral palsy, because 
that’s sort of like a disability that’s going to be there for life, sort of thing, but people 
with like stutter problems, dyslexic, can overcome that, but depending on how bad it 
is, you know.
E: Right, OK. So there are some people who can improve 
P: Yeah, and there are some people that can’t 
E: there are some people that will stay the same 
P: Probably yeah.
E: When you were doing the tests, did anyone say that they were some tests to test 
intelligence?
P: Yeah, I think they did, to see, erm, if erm I did actually have dyslexic. I’ve got very 
mild learning disability, and I’m very mild dyslexic as well. Erm...
E: People have different ideas about what the word intelligence means -  what does it 
mean to you?
P: Intelligence -  erm -  no not really.
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E: OK, do you know any other words for intelligence that would mean the same 
thing?
P: Erm, no, not really.
E: What about, do you think clever would mean the same thing?
P: Yeah in a way clever, yeah I suppose. Erm... intelligent
E: Intelligent, yeah, so if someone is intelligent it means that... , what does it mean if 
someone’s intelligent?
P: It means they’re quite bright in what they do, they’re intelligent of the things they 
do around them, and things like that.
E: So when someone’s quite bright at what they do, what are they like? Just describe 
them
P: Well they don’t seem to struggle like a person with learning difficulties, have sort 
of thing. They’re quite bright at what they’re doing like, they know what they’re doing 
sort of thing 
E: Right
P: you know, where a learning disability person like myself would struggle, on a 
certain thing.
E: OK -  are there specific things, or is it just generally? Are there specific things that 
a person with learning disabilities would struggle with?
P: Well with specific things really, like coursework,
E: Yeah
P; or erm reading and even writing. I don’t seem to have the reading and writing 
problem, but when I was at college, I went to N college and I did a BTEC in 
performing arts,
E: Oh right
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P: And it was very good, but the thing is I was struggling, because there was a lot of 
coursework, and erm a lot of writing to do and a lot of study sort of thing, where a 
person that didn’t have a mild learning disability or whatever, and they were quite 
intelligent as you were saying, they would cope more with what they were doing 
because they would understand more because they were quite bright sort of thing.
E: Right. Yep, OK, and what do you think makes a person intelligent, what makes 
them bright?
P: Well, its really from when, from like, from when they’re erm sort of through school 
they knew, they went into school they studied hard and they came out with good A 
levels or exam results, where like, I went to St A school, and I was sitting an exam, 
and that’s when they found out that I did have learning difficulties because I was like 
struggling quite hard in exams and that, and I got transferred to the learning 
disabilities team at St A, then they transferred me onto St C school. So I was there for 
like three years 
E: What was that like
P: Yeah it was good -  it was all right - 1 seemed to settle down more, know what I 
was doing in a work situation, and really got on, and got some good marks. Its not a 
typical school that does exams, I did about three sort of exams there. Drama, English 
and RE. That’s the only really marks that I’ve got. Its not like a mainstream school 
where you do more exams.
E: Right
P: Sort of things, really
E: So a mainstream school basically people would sit more exams 
P: Yeah yeah
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E: Again, this is the same sort of question, trying to get at the same sort of thing -  
what makes a person good at school — what would make a person good in mainstream 
school, what would make them pass a lot of exams
P: Well they study hard, they go to libraries, look up things, they erm get a lot of 
information together from a computer or whatever, they basically do study, and by the 
time the exam comes they know they’ve got it fresh in their head sort of thing.
E: OK -  so is it things that they can do, is it things that they do which make them 
intelligent or clever?
P: Depending what they’re good at, because everyone’s got their strong and weakness 
things
E: OK -  and is that something that they’re are they born like with their strengths and 
weaknesses or do they develop how do you think that works?
P: Well I think it develops really, through school sort of thing
E: So people have got things that they’re good and bad at, and they work at the things
they’re good at?
P: Yeah.
E: What sort of things might stop a person being intelligent or clever? What do you 
think could happen to a person to stop them
P: The thing is for me, for example, that I wasn’t sort of a person that, I used to slack 
sort of quite a lot of what I was doing, but with erm a sort of like intelligent bright 
person, they don’t seem to slack or whatever, there might be a fair few people out 
there that do, but they work hard of what, like for instance, if they were doing exam 
for erm, maths or whatever, they would work on that, get it refreshed into their head 
with all the answers they’re going to be answered on, or whatever, and when it comes 
to the exam they know exactly, well they know what it involves.
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E: Right
P: But with a person like myself for instance, I tend to slack and lose the grasp of the 
work sort of thing.
E: Right, is that you forget things?
P: No, its because its not really programming into my brain sort of thing 
E: Right, and why isn’t it programming into your brain?
P: Because its very, because I found when I was at St A they were very hard 
questions, very erm it sort of questions like, an adult would sort of like a mainstream 
person would know 
E: OK
P: sort of a bright person
E: SO the questions were too difficult
P: Yeah, very
E: And when you say program into your brain, that sounds a bit like a computer 
P: Yeah
E: Is that how you see it?
P: Yeah but your brains like a computer, I think your brain is like a computer, which it 
is really,
E: yeah
P: You know, and so I said it!
E: That’s a good idea. OK,. And how do you know if someone is intelligent -  if you 
meet someone, that you’ve never met before, how would you know if they were clever 
or not?
P: Well erm, for instance, erm, I live, as you probably know, you’ve spoken to N, I 
live in a shared house, and there’s staff people there that come on 4 till 8, and there’s
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this one bloke who’s only about 19 or 20, can’t remember. And erm, he came in and 
automatically, well not automatically, but I thought he sounded, he looked a very 
studious type.
E: Right
P: He looked quite bright, because he was reading quite a lot, reading books, and he 
was doing college work at work 
E: OK
P: stuff like that, to get ready for going to college, so he looked very studious, 
knowing what he was doing sort of thing. And erm, he has got, well he hasn’t got 
learning difficulties, but he has got dyslexic, but very mild learning dyslexic, but it 
doesn’t seem to effect what he’s doing, he seems to have overcome that through the 
years I don’t know, sort of thing, so erm...
E: So you were saying how you’d know if someone was clever and you hadn’t met 
them before.
P: Yeah erm
E; So it was kind of the way he looked and what he was doing, reading 
P: Yeah
E: Right, and yet he is dyslexic
P: Yeah he is dyslexic
E: So you can be clever and have dyslexia?
P: Yeah I think so.
E: Is there anyone else you know apart from him you’d rate as clever 
P: Yeah I’ve got a best friend Karen, she’s a very sort of like erm, she knows what 
she’s doing, she’s a very intelligent sort of person. She’s come home umpteen times 
with loads of coursework, and that and she always sits down hard and reads through
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her, she did erm childcare, and we used to go round there at the wrong sort of time 
sometimes, and she was like there studying and that, and I had to leave because she 
had loads of work piled up sort of thing, but yeah, she’s sort of a person that’s quite 
bright as well.
E: Right, OK. And, so she does studying because she’s bright. Is there anything else 
about her that you think, that makes you think she’s bright?
P: The way she acts as well, the way, maturalism, is that he word?
E: Maturity?
P: Maturity, the way she acts towards people 
E: right
P: Erm, all right, she’s not the cleverest person I’ve seen, because no one is really 
clever, you know, erm yes.
E; Say a little bit about how she acts with other people?
P: She’s very polite, she’s caring sort of thing, if you’ve got a problem she’d help you 
to solve it or whatever, things like that
E: That’s great. Anyone on TV that strikes you as intelligent or clever 
P: I’ve got loads -  but I can’t think.
E: OK
P: Sorry, I’m still half asleep because I’ve had quite a banging weekend! <laughs>
E: Not to worry. OK. Do you know anyone that’s not very clever?
P; Erm,me! <laughs>
E: <laughs>
P: No, I am quite clever,
E: Yeah
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P: I am quite clever, but I do struggle with things, you know. Erm but I try to help 
myself- the weaknesses that Eve got, I try myself to, like for instance I experiment 
myself on things that I find hard, because like a book for instance, a real like Steven 
King book for instance, erm, I struggle on the book because I lose the plot sometimes 
E: Oh right
P: So what I do is I read it over again to grasp of whaf s going on in the story. And 
erm, like erm, hard words, if I don’t understand a hard word, I look through the 
dictionary to see what it actually means. There are words that I do understand, 
obviously. Things like that really.
E: So it sounds from what you’re saying, like sort of a lot of the difficulties you have 
you think could be overcome by sticking with it 
P: Yeah, yeah
E: and just applying yourself 
P: Yeah, so I try to help myself really 
E: Right.
P: You know
E: And do you think that applies to most people, if they stuck with it.....
P: Yeah, I think so, you know, if they read more, if they struggle on reading and 
writing for instance, they should do like more like reading, to like, you know, readings 
good, because you know its helping, if someone struggles you can shorten the words 
down and then it builds up into the word it means.
E: Yeah
P: And erm like writing, if someone struggles with writing, I don’t really struggle with 
writing myself, but there are people that I did know at school that struggled at writing 
and they did more work on the handwriting side, to help them, to in a way overcome
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the difficulty that they’ve got. Not completely because it does take time sort of thing I 
think. Erm. But the thing is, when I was at school, there was only a selective few that 
had Downs syndrome, cerebral palsy, now erm, in a whole class there was about 20 
pupils to two teachers, now I thought that the more attention was going on the down’s 
syndrome,
E: Right
P: really the Downs syndrome people, but then, like there was a bloke in my class 
that had cerebral palsy that was struggling, cos I knew he was struggling and that and 
I was trying my best to help him, um, and he didn’t seem to have the attention that he 
needed.
E: Right
P: Really, um, you know he was a good mate of mine, so you really got on well with 
him sort of thing, and I used to help him quite a lot and that, the best I could, but the 
more attention was really going on the severely sort of people, like the downs 
syndrome
E: Right, and why do you think that was, why were they focussing on those sorts of 
people?
P: Because, erm, downs syndrome people, I don’t honestly know, I don’t know, you 
know, you’re bom with Downs syndrome, and erm, erm... I don’t honestly know...
E: So, from what you’ve said there are some people with learning disabilities, that if 
they apply themselves and work hard they’ve got specific problems that they can over 
come 
P: Yeah
E: But there’s other people with cerebral palsy and Downs syndrome?
P: Who seem to get a bit more attention than what I would need
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E: right
P: but then, in a way, that obviously they need more help and that, than what I need, 
and a few other people like myself, but we just got on with it, and just did the work, 
and then showed it to like the tutor, and then they would have helped, but the main 
attention was really going on them, so really the people like myself and that were not 
really getting the attention, because they thought really that we didn’t really need 
much help than what they need 
E: They didn’t need as much help?
P: No
E: And when you say your friend, although you tried to help him, he couldn’t really 
concentrate, he couldn’t really get on 
P: Yeah
E: What was that about?
P: From what I can remember, of when I was at school, erm he, its very hard, to erm, I 
found it very hard to cope with his disability as well as mine, because his disability is 
more, in a way severe, not severely disabled for instance, but I found it very hard, in a 
way, to help him, but I was trying my best, as well as helping myself, of what I need 
help on.
E: OK
P: And erm, yeah
E: So what would you say was the difference between you and him, in terms of how 
you did in school?
P: Erm, their writing was more erm, well his was, cos the only person that I know that 
had cerebral palsy was this bloke, so I don’t really know what cerebral, how it effects 
the brain or whatever, but I think it does effect the brain in a certain way, erm, but his
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writing seemed to have been like a little child’s writing, like a five year olds writing, 
very big, and very crooked, and sort of things like that. Erm, and he had a speech 
problem as well, which he needed help on, which he did have help on. Erm, yeah.
E: Erm, and when you said that people with Downs syndrome were bom like that, and
the chap with cerebral palsy, his brain was affected
P: Well I think that’s what cerebral palsy is, what a cerebral palsy person is
E: I think your right
P: I don’t know
E: And do you think there are other people with leaming disabilities that aren’t bom 
like that, or whose brains aren’t affected? Is there a difference do you think?
P: You’ve lost me
E: So the people in the school that had different kinds of learning disabilities 
P: Yeah
E: Was everybody bom with their leaming disabilities?
P: No, not necessarily, I think its to do with how you get on at school and how you
work
E: Right
P: and erm, how you understand things really. Erm. But. I don’t know 
E: They’re difficult questions aren’t they. OK when you say “how you understand 
things” -  tell me a little bit more about that.
P: Well, how you can cope in a class 
E: OK
P: How you can cope with the work for instance, and then like. All right, middle 
school is very basic sort of thing but, when you go to a high school, which I did for 
about a year before I went to St C was very different,
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E: Right
P: Because its like adulthood going into the world, into the main world sort of thing. 
Erm, but the work there was very hard, so from there, from middle school when I 
went on to St A, that’s when I got diagnosed, that’s when the found out that I had 
leaming difficulties because I just wasn’t coping with the work, I was stmggling, and 
things like that really.
E: Right, and how did you feel when they told you, when they found out that you had 
leaming difficulties
P: Erm, I felt quite relieved, because I was getting very fhistrated with myself when I 
was in the middle of an exam, I was getting very frustrated because I just couldn’t 
grasp the work 
E: Right
P: I just couldn’t pick it up sort of thing, so I was quite relieved that they spotted me, 
that I needed extra help and support sort of thing.
E: Right, and then you said things improved when you went to....
P: Yeah Oh definitely, definitely yeah.
E: Right. Excellent. OK. Right, what do you think, what do you think is good about 
being clever?
P: <.....> being clever
E: Yeah, are there any good things about being clever
P: I think everyone’s got a erm, in a way a strong point of what they are clever at, like 
for instance like, erm, textiles for instance, there are probably people there that really 
know what they’re doing because that’s what they want to do in like a work 
environment when they leave school. Like I was very good at drama. I’m in amateur 
dramatics now.
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E: Right, Excellent
P: Which is really good. I’ve got my show in May, XXX, at the XXX 
E: Oh really, wow!
P: Which I’m really looking forward to. But everbody’s going back to that, I
think everybody’s got a strong weakness point of what they want to do when they 
leave school. So like if someone wanted to do woodwork they’d really knuckle down 
hard, and erm work on that, because in a way, its erm, sort of erm, they want to do that 
sort of thing. I don’t know.
E: So people have got things that they are good at, and things that they’re not good at, 
and if you apply yourself.....
P: To that
E: to the good things...
P: subject, or whatever
E: right, then you can get really good at
P: yeah really, yeah. I’d say, yeah.
E: OK, so let me see if I’ve got this right, it sounds like what you’re saying is its like 
being clever or being intelligent is not just a general thing, its more about specific 
things 
P: Yeah
E: that you’re good at 
P: Yeah 
E: Or bad at 
P: Yeah
E: Yeah, yeah. OK. And is there anything bad about being clever? Drawbacks?
P: Not really I don’t think
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E; OK, just this is the last bit now, just going back to the tests, I know you said they 
were a long time ago, is there anything about the tests that you’d change to make them 
better, to make doing the tests better?
P: Erm, No.
E: Anything in terms of the information you were given? Or how they were done 
P: Erm, to be honest, I can’t, I don’t think I got, when I did the tests, I did the tests 
obviously, but I didn’t get any feedback, I don’t honestly think I had any feedback, so 
that’s why I’m like, you know, I can’t really help you on that one, you know.
E: That’s fair enough. And if someone you knew, if a mate of yours was going to have 
to take the tests,
P: Yeah
E: what would you tell them about it. How would you? if they came to you and said 
I’ve got these tests to take, what would you say to them about...
P: What if I’d done the tests already sort of thing?
E: Yeah
P: Erm, I’d tell them. I’d like give them advice of what the test involves, and erm tell 
them that its not so, you know its not too bad, of going to tests, I would say you go 
along, because in a way you’re going to learn something from it, and it will help you 
at the end of the day sort of thing, but no, I didn’t get any feedback from it. I’m sure I 
didn’t
E: OK, that’s lovely, that’s it, thank you.
Concludes interview
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